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Reflections 
 
 If the NDIS is rolled out homogeneously across Australia it will fail. If the NDIS fails to adapt 
to Indigenous kinship, social, traditional and cultural imperatives it will also fail to impact on 
the most highly disadvantaged and socially excluded people in Australia. This is especially 
the case for carers and families of Indigenous people with psychiatric disabilities.  
 
 The Arafmi visits to rural, isolated and remote Western Australian Indigenous communities 
have identified serious issues in relation to the ability of carers and families to support 
people especially, but not exclusively, during critical episodes of acuity. Carers and families 
acknowledge they have very few skills to support people with a psychiatric disability; they 
have identified that they require education, training and support infrastructure within actual 
communities, and not infrequent visits from the outside by service providers. Many carers 
and whole families are becoming mentally unstable and ill as a result of their inability to 
cope with their roles. This is a major issue in these communities that needs to be a very high 
priority for the establishment of the National Disabilities Insurance Scheme. 
 
 The NDIS framework needs to be highly flexible, based on person centred planning and 
adaptable to the wisdom of local kinship, social and cultural imperatives including traditional 
practices. Indigenous people need to be included and trained in real decision making when it 
comes to applying and managing the NDIS for individuals with a psychiatric disability within 
their communities. The issue is not always about the individual but the contextual 
framework of the Indigenous community and their traditional values and belief systems. 
 
 The NDIS needs to tap into the complexities of Indigenous culture, existing sector knowledge 
and expertise and to identify practical solutions and innovative approaches that will assist 
Indigenous people with mental health disability, their families and carers, the disability 
workforce and disability service organisations or segments of this population in managing 
issues of NDIS transition when it occurs. We may have to re-think our entire approach to 
these challenges and we should be open to this. The risk is that if we don’t, the scheme may 
fail Indigenous Australians with psychiatric disabilities, their carers and families, and perhaps 
other people with other disabilities. To achieve NDIS integration Indigenous people need to 
be at the centre of the planning, implementation, management and administration of the 
NDIS in regional areas and remote communities. An exclusive service provider model will 
most probably not work. Indigenous ‘ownership’ of the NDIS is imperative if the aims and 
objectives of this scheme are to be achieved. 
“… it is about reclaiming our tribal autonomy, authority and identity as both local 
tribal people and Indigenous people … the environment, our land, our place of 
belonging-ness, our stewardship roles and responsibilities, our healing processes … 
to do this, the local traditional customs, protocols and practices must be observed 
and adhered to … all these things constitute our physical / spiritual / emotional / 
mental wellness and wellbeing …” (Champion, A. 1996 Emotional and Social 
Wellbeing Centre, Perth WA) 
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Structure of this report 
This Report has been written as an educative and evidenced based document to inform the people 
responsible for the rollout and sustainability of DisabilityCare Australia (National Disabilities 
Insurance Scheme or NDIS) concerning the needs of Carers and Families of people with Tier 3 mental 
health disabilities in Indigenous regional centres, and rural and remote communities in Western 
Australia.  
This Report should be read as a whole document so as to achieve a transformation in the thinking of 
those people assessing the NDIS needs and the aspirations of Indigenous people in isolated and 
remote communities. This Report is an educative package and to read various sections in isolation 
defeats the overall aim of the project and the intention and integrity of this report. 
It was felt important from the outset to focus on what the NDIS was trying to achieve especially for 
highly disadvantaged indigenous people. Accordingly the Preamble restates what the Government 
has identified what the NDIS is all about. 
The methodology adopted in the field work was ethnographic and incorporated the concepts and 
principles of Community Based Rehabilitation and Participatory Action Research. This ensured that 
the voice of Indigenous People that attended the focus groups and the individual interviews were 
documented and heard.  
This report not only documented the challenges for the implementation of the NDIS in remote and 
regional communities, but also the specific needs of carers and families involved with Indigenous 
People with psychiatric disabilities.   
This report also discusses how Indigenous People socially and culturally construct mental illness in 
communities and the need to incorporate traditional healing practices and belief systems into 
mainstream approaches. Social, cultural and kinship issues are discussed so that people 
implementing the NDIS follow appropriate protocols and there is a genuine sense of inclusion 
working from a person centred approach to achieve a recovery focus, meeting the  psychiatric 
disability needs of people, in challenging locations in Western Australian. 
Out-dated models of ‘service provision’ (visiting services) are criticised as being ineffective when 
working with people with mental health disabilities in remote and rural communities. There is an 
absolute imperative that Indigenous People are involved in the rollout and sustainability of the NDIS 
and this can only be achieved by training and employing Indigenous People within communities to 
run and NDIS for people with psychiatric disability. 
Stemming from this report are detailed recommendations and specific guidelines for service 
providers and carers that Arafmi was contracted to produce.  
The information documented in the report may be applicable to a wider audience. The 
recommendations suggest a way forward outside the specific contracted guidelines.  
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Preamble 
The National Disability Insurance Scheme (NDIS)  
Program Overview  
In its report to Government the Productivity Commission found that the current disability system is 
underfunded, unfair, fragmented and inefficient and recommended the establishment of a National 
Disability Insurance Scheme (NDIS).  
The Council of Australian Governments (COAG) has welcomed the release of the Productivity 
Commission’s final report on Disability Care and Support and has agreed on the need for major 
reform of disability services in Australia through an NDIS. All governments recognise that addressing 
the challenges in disability services will require shared or coordinated effort.  
The NDIS is in the process of detailed design. The high level principles for program design, as agreed 
by COAG, are at www.ndis.gov.au.  
Program Outcomes  
The NDIS intends to produce the following outcomes for eligible people with disability:  
•  People with disability will be supported to participate in and contribute to social and 
economic life to the extent of their abilities;  
•  People with disability and their carers will have certainty that people with disability will 
receive the individualised care and support they need over their lifetime;  
•  People with disability will be able to exercise more choice and control in their lives, through a 
person-centred, self-directed approach to service delivery with individualised funding;  
•  People with disability, their families and carers, service providers, the public and governments 
will have greater transparency and certainty of funding for disability care and support;  
•  Disability care and support will be more accessible;  
•  Disability care and support will meet nationally consistent standards;  
•  Disability care and support will be sustainably resourced; and 
•  Disability care and support will contribute to government’s commitments to closing the gap 
on Indigenous disadvantage.  
Program Objective 
The objective of the NDIS is to improve the wellbeing and social and economic participation of 
people with disability and their carers by building an NDIS that delivers care and support through an 
insurance approach.  
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FaHCSIA Responsibilities and Accountabilities 
The development of an NDIS is being led by COAG. COAG has established a Select Council of 
Treasurers and Disability Services Ministers to make recommendations to COAG on the overall 
design, governance and implementation of an NDIS.  
 
FaHCSIA is contributing to the design work to establish an NDIS through the FaHCSIA NDIS Taskforce 
and the NDIS Launch Transition Agency.  
COAG High Level Principles for an NDIS 
An NDIS should be needs based and provide people with disability access to individualised care and 
support. To achieve this, an NDIS should recognise existing best practice across the states and 
territories and build on this best practice through foundation reforms to:  
 Provide certainty for people with disability in accessing high quality and effective services 
and support when they need them;  
 Be simple to understand, navigate and provide portability across jurisdictions and service 
providers;  
 Provide innovative responsive and coordinated services locally;  
 Support access to mainstream services such as education, transport, health, housing, aged 
care and employment services;  
 Recognise the essential support provided by families and carers and support them in their 
roles;  
 Recognise and enhance the significant role of the not-for-profit and private sectors in a well 
functioning disability services system;  
 Provide people with disability with better information and support to enable them to make 
informed choices and exercise control and choice over their care and support;  
 Ensure the development of the sector is actively supported in a way that fosters continuous 
improvement, viability and sustainability;  
 Ensure equity of access by addressing the needs of people in regional and remote Australia 
and people from Indigenous and Culturally and Linguistically Diverse (CALD) backgrounds;  
 Promote innovation in services and the services system;  
 Provide appropriate safeguards to support and protect people with disability; and  
 Provide continuity of support to people with disability currently receiving services to ensure 
that they are not disadvantaged in the transition to an NDIS.  
Resourcing arrangements for an NDIS should: 
 Provide certainty of future resourcing recognising the projected ongoing growth in demand 
and the need for incentives for containment;  
 Provide adequate funding to address assessed needs;  
 Be fiscally sustainable for all levels of government;  
 Be based on an assessment of the costs of meeting reasonable and necessary care and 
support needs of an individualised funding approach;  
 Be transparent regarding contributions from jurisdictions;  
 Not create any disincentives for carers and family members to provide support;  
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 Ensure that no jurisdiction is disadvantaged by:  
 historically high levels of funding for disability services, recent increased investment in 
disability services or additional investment in the lead up to the launch of an NDIS; and  
 Having already undertaken foundation reforms required to implement an NDIS.  
 Support a social insurance approach.  
Governance for an NDIS must be transparent and accountable and ensure genuine ongoing 
involvement of all jurisdictions in determining governance, policy setting and scheme management. 
Governance arrangements should:  
 Establish an NDIS that is administered in a way that manages life time costs of care and 
support through insurance principles, such as consistent application of eligibility criteria and 
timely and efficient delivery of reasonable and necessary supports, including early 
intervention, to ensure the ongoing financial sustainability of the scheme;  
 Maximise the benefits of a market-based approach to disability support services, including 
consideration of a costing structure that fosters competition and choice, and supports an 
individualised and localised approach and takes account of legitimate cost variations for 
different locations and client groups;  
 Ensure that there are nationally consistent eligibility criteria, standardised assessment tools, 
quality standards and a range of services and supports;  
 Enable localised planning and access to efficient and responsive services, and be coordinated 
with mainstream services such as education, transport, health, housing, aged care and 
employment services;  
 Equip and enable people with disability to the extent possible to choose and direct the 
services they receive and the manner in which they are provided;  
 Ensure transparency of eligibility, assessment and resource allocation;  
 Provide clarity around the roles and responsibilities of different levels of governments in the 
transition to and operation of a National Disability Insurance Scheme;  
 Engage people with disability, their families and carers in the design and delivery of services;  
 Facilitate national research and data collection and consolidation; and  
 Ensure alignment with the policies, standards and services of a National Injury Insurance 
Scheme.  
All jurisdictions commit to accelerated progress in the delivery of foundation reforms agreed by 
the Select Council in the period leading up to the establishment of an NDIS, together with 
simultaneous progress on resolution of governance and funding issues. This will ensure an 
effective transition to an NDIS which will deliver immediate improvements for people with 
disability in the interim. The implementation of an NDIS will recognise current systems, 
structures and coverage and ensure appropriate transition strategies. This will require:  
 Ensuring continuity of support to people with disability currently receiving services to ensure 
that they are not disadvantaged in the transition to a NDIS;  
 Ongoing development of the disability services sector capacity to meet the diverse and 
individual needs of people with disability, and to manage risk and operate effectively in an 
NDIS;  
 Continuous improvement in specialist disability specialist support services in the lead up to a 
NDIS, including through reforms under the National Disability Agreement;  
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 A national workforce strategy to address qualifications, training and cross sector career 
mapping issues and other measures to establish the sector as an ‘industry of choice’ to 
ensure there is a skilled and responsive workforce to meet the care and support needs of 
people with disability, and assessment and local coordination roles under an NDIS;  
 Robust evidence from trialling and evaluation;  
 Appropriate legal and administrative reform, including data and information systems to 
support an insurance approach;  
 Detailed analysis of the existing levels of investment to inform financing arrangements for an 
NDIS, including state and Commonwealth government funding, insurance based 
arrangements and other funding; and detailed analysis of the cost structures underlying an 
individualised approach.   
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Project Aims 
The general aim of this project and report is to identify and communicate the needs, aspirations, and 
challenges for Indigenous mental health disability carers and families in Broome, Port Hedland, 
Carnarvon, and the remote communities of Bidyadanga and Burringurrah in relation to the future 
successful implementation of the National Disability Insurance Scheme. 
Specifically the aims of this project are to: 
 Tap into existing sector knowledge and expertise and Indigenous community wisdom and 
traditional practices to identify practical solutions and innovative approaches that will assist 
Indigenous people with a mental health disability, their families and carers with the roll-out 
of the NDIS. 
 
  Inform the disability workforce and disability service organisations or segments of this 
population in managing issues of the NDIS transition when it occurs and to challenge 
conventional thinking to our entire approach to rural and remote issues in the area of 
Indigenous psychiatric disability. 
 
 Review the literature and guiding principles associated with working affectively with 
Indigenous people that may be relevant to the introduction and sustainability of the NDIS. 
 
 Develop best practice guidelines for government, funded service organisations and 
Indigenous families and carers of people with Tier 3 psychiatric disability in rural and remote 
Western Australian Indigenous communities. These guidelines will also include 
recommendations regarding genuinely involving Indigenous people in the planning, 
implementation, management and operational elements of the NDIS. 
 Update regional Indigenous staff and others on the project requirements and information 
regarding the NDIS initiative and the local implications for Indigenous carers/families and 
consumers.  
 Undertake preliminary ethnographic research by facilitating focus groups and individual 
interviews within the Kimberley, Pilbara and Gascoyne regions WA.  The focus groups are to 
consist of at least 3-10 Indigenous carers/family members and local service providers to 
explore mental health disability issues, culture, remoteness and other complexities (e.g. 
physical health, criminal justice system, substance abuse as they may impact on the NDIS 
roll-out in the future). Individual interviews and brief conversations were also undertaken on 
an ad hoc basis as were a number of formal telephone conversations. 
 
 Identify how to address the issues from a carer/family member perspective so that 
appropriate information and support can be obtained to effectively contribute to the care 
planning (Person Centred Approach) under the NDIS for people with Tier 3 psychiatric 
disability in rural and remote Western Australian Indigenous Communities. 
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 Identify how Disability Australia and localised disability service organisations can best 
engage with Indigenous families and cares in remote communities to ensure they maximise 
the benefits of the NDIS for consumers/carers and families of people with a psychiatric 
disability. Also to identify how Disability Australia can empower Indigenous communities by 
educating, training and employing people actually living in the communities to 
operationalize and manage the NDIS from within communities.  
 Develop best practice guidelines addressing how; 
a) Indigenous families/carers of those with a tier 3 psychiatric disability in rural and  
remote WA communities can best be provided with appropriate information and 
support to effectively contribute to care planning and exercise control and choice 
under an NDIS 
b) Service organisations and employed Indigenous people funded under NDIS can best 
engage with Indigenous families/carers in rural and remote communities to ensure 
they receive the full benefits of the scheme. 
c) Rural and remote communities can develop social and mental health disability 
capital and capacity to manage the NDIS and other mental health disability supports 
within communities. It is the suggestion of this study that this will entail training and 
employment of Indigenous people within communities. The aim of service providers 
will be to support the people trained in communities, help to manage crises by 
distance, training and review of Person Centred Plans on a regular basis.  
 
Arafmi will compile this information for service organisations; enabling them to effectively engage 
Indigenous families/carers of those with a tier 3 psychiatric disability under the proposed NDIS. 
 
This information will ensure that the wisdom of Indigenous families/carers, built up over years of 
caring for their loved ones, will be heard and effectively utilized under the NDIS. They will provide 
FaCHSIA valuable information on how organizations can effectively engage Indigenous mental health 
disability carers/families in Northern WA, and will provide a building block for engaging other 
Indigenous communities.  
A person centred, socially inclusive and ‘working with’ approach will be adopted in this ethnographic 
study. Ethnography (from Greek ἔθνος ethnos = folk/people and γράφω grapho = to write) is a 
qualitative research design aimed at exploring cultural phenomena. The resulting field study or a 
case report reflects the knowledge and the system of meanings in the lives of a cultural group. 
Ethnography is a means to represent graphically and in writing, the culture of a people, their needs, 
aspirations and challenges.  
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Background & Guiding Principles 
The aim of Part 2 is to examine what guiding principles need to be adopted when the NDIS is rolled 
out in rural and remote Indigenous communities in WA. It also aims to identify in the literature some 
clues in terms of what needs to be in place when rolling-out a new service delivery for Indigenous 
people and developing culturally appropriate guidelines. Finally it looks at a potential model of 
service delivery that goes beyond somewhat outmoded “service land” approaches.  
2.1 The Concept of Guiding Principles: Some Preliminary Comments 
Social and cultural imperatives articulated as written guiding principles are extremely important for 
people involved in policy development and implementation practices when rolling out emotional 
and social wellbeing (mental health disability) services to Indigenous people. This also applies to the 
NDIS. There are models and protocols which need to be adopted and modified if we want to work 
with, and effectively, with Indigenous people, carers and families who are experiencing a mental 
health disability and who want to work within an NDIS framework. The NDIS framework needs to be 
highly flexible, based on person centred planning principles and adaptable to the wisdom of local 
social, traditional and cultural imperatives. Indigenous people need to be included in genuine 
decision making when it comes to applying and managing the NDIS to individuals with a psychiatric 
disability and within their own communities. 
The NDIS implementation in relation to carers and families of people experiencing a mental illness 
amongst Indigenous communities is an example where such guiding principles need to be absolutely 
included.  
Research findings and guiding principles need to directly inform the process of implementing the 
NDIS to carers and families of Indigenous People who are experiencing a Tier 3 mental health 
disability condition. Indigenous communities in Western Australia present unique issues, 
challenges and nuances that need to be factored in when trying to implement any major national 
service delivery such as the NDIS. Inclusivity demands taking into account these unique issues and 
articulating them into best practice. 
Since the 1980’s Indigenous groups in many countries have conceded that general mainstream 
services or ‘western approaches’ and attitudes to health and sickness were decidedly biased towards 
western language types, social belief systems, philosophies and practices. Some improvements have 
occurred in recent years, in relation to improving cultural appropriateness e.g. CALD approaches. 
However in spite of some improvements, there are still huge gaps in the way we approach mental 
health disability issues in Indigenous communities and also the inclusion of Indigenous carers and 
families in the process. Unless we acknowledge and improve this situation, the roll out of the NDIS 
program will be extremely problematic in relation to carers and families of Indigenous people who 
are experiencing various mental health disability conditions, and for Indigenous communities 
generally.  
For a start Indigenous people need to be actively included in the process from the outset, so they 
may be given the opportunity to articulate these important social, traditional and cultural 
imperatives. Secondly the “implementers” need to be genuinely receptive to these social and 
cultural issues, and finally, there needs to be an evidence base that can be identified to 
demonstrate, without doubt, that social, traditional and cultural imperative have been adopted and 
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articulated during any roll out of new programs and other initiatives such as the NDIS. We need to 
identify and demonstrate the evidence. 
Let there be no doubt, Indigenous mental health disability remains in crisis (Indigenous Health 
Framework 2012) and is in urgent need of radical changes in service deliver and the way services are 
rolled out and implemented. The National Disability Insurance Scheme will require a radical 
departure in normal program implementation if it is to be successfully implemented in Indigenous 
communities especially in remote areas of Western Australia.  
“… it is about reclaiming our tribal autonomy, authority and identity as both local tribal people 
and Indigenous people … the environment, our land, our place of belonging-ness, our stewardship 
roles and responsibilities, our healing processes … to do this the local traditional customs, 
protocols and practices must be observed and adhered to … all these things constitute our physical 
/ spiritual / emotional / mental wellness and wellbeing …”  
(Champion, A. 1996 Emotional and Social Wellbeing Centre, Perth WA)  
2.2 Identifying Guiding Principles & Imperatives from Research 
It is important that people who have the responsibility to introduce and roll-out the NDIS in Western 
Australian rural and remote Indigenous communities will need to be conversant and sympathetic to 
the following observations. 
 
Interpretations of “mental health disability" or "mental illness" are Western, framed constructs from 
Western medicine and western value and belief systems. Distress and extreme behaviour are 
recognised in most cultures, but their causes and meaning may be understood in many different 
ways. How members of any cultural group or society respond to or deal with the distress or 
"different" behaviours may vary from tolerance to punishment, "treatment" to exclusion.  
 
Concepts of "deviance" are also critical to this issue. As Reser (1991) notes such conceptualisations 
may certainly not conform to Western Diagnostic Manuals or psychiatric explanations. Even in 
western cultures, psychiatric interpretations of mental illness have now been challenged with 
greater emphasis not on ‘treatment’ but also therapeutic community support and inclusion, 
(community based rehabilitation and recovery principles).  
 
Indigenous cultures throw up unique challenges to accepted practice particularly in rural and remote 
areas. Often we continue to impose alien concepts and practices which have little positive impact 
because they are resisted by the people who are supposed to be assisted. We obviously need to 
change OUR thinking and practices. 
 
With respect to mental health disability as opposed to mental health, the holistic concept of well-
being has been described and is agreed to in terms of the concepts noted above, i.e. emotional, 
cultural, traditional, spiritual, physical, mental well-being, rather than simply the absence of distress 
or deviant and highly distressed behaviour. It seems clear that these holistic concepts of well-being 
have been a longstanding theme in Indigenous culture and interpretation of personal states.  
 
No wonder Indigenous people have found mental health disability medical/psychiatric offerings as 
alien and in need of avoidance. They are often viewed with absolute fear especially by people in 
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some rural and remote areas, and especially those who are hospitalised away from their country. 
There is continuing evidence of this damaging practice, especially in Western Australia. Services 
where possible need to emanate from within communities not imposed from outside or where 
people need to travel great distances to get information or a service. When Indigenous people leave 
their ‘country’ they are confronted with the unfamiliar and are not able to predict their 
environment. This is a stressful and unsettling for people who may already have a mental health 
disability. It is particularly distressing for carers and families. 
 
In this section, a set of principles are described to maximise the impact of that social and 
emotional wellbeing support and mental health disability services including mental health disability 
as a disability that would to be included as part of the implementation of the NDIS. These are 
changes in approach driven by evidence and current policy documents focusing on outcomes-
oriented service delivery. When rolling-out the NDIS providers need to factor in a number of issues. 
 
The sources that support this approach include the Indigenous and Torres Strait Islander Health 
Strategy (AIHW July 2003) and the National Mental Health Disability Strategy (AIHW July 2003).  
They also draw on a large body of mental health disability, psychiatry, social and emotion wellbeing 
and empowerment research from around the world including Indigenous Australia, published 
perspectives and insights provided by consumers and carers and feedback and discussions with 
groups and communities. Some of the feedback from WA communities stated:  
“We want to bring service delivery up to national standards: we don’t want to see standards being 
dropped for our people” (ABS Personal Communication 2013) 
 
The principal areas of focus have been identified in these protocols as necessary for ensuring that 
mental health disability consumers and carers/families in rural and remote communities receive a 
service from any disability service provider, which is oriented towards their empowerment and 
recovery from mental illness. Thus delivery of effective treatments, community based supports and 
interventions should be informed by:  
Consumer, Family and Carer Focus 
Context of Community 
Continuity and Integration of Support 
The following sections define these three features of service delivery, briefly identify the evidence 
and policy base and aim to assist  all providers in thinking and orienting daily activities towards these 
principles. If the NDIS roll-out and implementation is to be successful in WA amongst Indigenous 
people with psychiatric disabilities, these things should be in our thinking.  
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2.3 Guiding Principles 
Consumer, Family and Carer Focus 
There is a growing body of evidence that indicates that recovery from a serious mental illness 
involves a difficult process of gaining control over one’s life and situation and rediscovering oneself 
in light of their experiences. Achieving a consumer/carer focus in service delivery is no doubt a 
challenge made even more difficult in situations where comorbidity of mental illness with alcohol 
and substance abuse is common; Indigenous communities are in constant struggle with grief and 
loss; consumers face seemingly insurmountable social and economic barriers; health resources fall 
way short of need; remoteness restricts access and the underlying social disadvantage prevents the 
development of strategies to build strength. Although these increased challenges make things even 
harder, the need to place the consumer at the centre is no less important.  Consumers, family 
members and carers have unique experiences of mental health disability problems and mental 
disorders. Their “lived” experience must be recognised and utilised by disability/mental health 
disability clinical and non-clinical professionals as a valuable body of knowledge that: 
 Acknowledges and encourages consumers, family/carers as team members during the NDIS 
roll-out;  
 Encourages the cycle of empowerment, hope, independence and recovery;  
 Acknowledges consumers’, family members’ and/or carers’ understanding of their mental 
health disability problems, mental disorders and life issues and how they cope and manage 
symptoms in the context of NDIS support;  
 Recognises the value of the healing potential in relationships between consumers, family 
members and or carers and NDIS service providers;  
 Acknowledges the role of health consumer/carer advocates and consultants in the NDIS 
process;  
 Understands the impact of the mental health disability service on the consumer’s, family’s 
and/or carer’s belief system; and  
 Acknowledge and encourage the abilities, strengths and contributions of consumers, family 
members and/or carers and how they can work with the NDIS as equal partners. Part of our 
changed thinking has to include genuine partnerships with consumers, carers and families. 
Context of Community 
The rights and processes of self-determination are crucial to ensuring harmony in these inter-
relationships. Self-determination is both a construct of Indigenous culture and a globally recognised 
human right of people - distinct in their culture, territory and history - to their territory, land and 
resources and their own culturally shaped social, economic and political institutions. Further, as a 
process, self-determination can do so much towards lessening the risk for mental ill health and 
empowers carers.  
 
Socially and culturally valid understandings must shape the provision of services and must guide 
assessment, care and management of Indigenous people’s health problems generally and mental 
health disability problems in particular. These understandings must apply both in services developed 
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by, and for, Indigenous people in mainstream health and mental health disability services. It is 
particularly pertinent to an introduction to a new support service such as the NDIS. 
 
Because our culture is so familiar to us we tend to believe that the way we think, act and judge our 
world is shared by all others. We sometimes view unfavourably people who do not portray similar 
values. Our upbringing, education and our own enculturation can make it difficult for us to reflect on 
and challenge notions that are considered common sense or traditional in our culture. If we are 
going to work effectively with others, we need to ensure that we reflect on our own beliefs and 
values and practices, so we can respond effectively in the face of differing values, beliefs and 
practices.  
How is this done? 
The following list aims to help us think about the ways that we can ensure that our activities are 
appropriate and effective in the context of Indigenous communities:  
 Acknowledge and promote the positive impact of social, cultural, linguistic, and spiritual and 
gender issues on presentation and management of mental health problems and mental 
disorders; social and emotional wellbeing and mental health disability protocols. 
 Maximise engagement and involvement of people from the local community in the overall 
service structure and in care pathways and processes;  
 Gain an understanding of kinship structures of local communities;  
 Promote Indigenous models of emotional and social wellbeing and the importance of family 
and appropriate cultural and linguistic support in assessments, decision-making and care 
planning during the process of the NDIS;  
 Use language and communication that is culturally and linguistically sensitive;   
 Understand the interactions between traditional cultures, notions of mental health disability 
and mental health disability problems or mental disorders and appropriate interventions. 
These are not western constructs. 
Continuity and Integration of Support 
People affected by mental health disability problems and mental disorders require appropriate 
assessment, treatment and community based support services provided and/or organised by the 
mental health disability professionals both clinical and non-clinical. They also need supportive and 
supported families and carers. Early detection and early intervention may minimise an episode and 
enable an early return to optimal wellbeing and functioning. Those in need of longer-term 
interventions receive specialist and integrated mental health disability services that are linked with 
primary health care and with other service and support systems. Community based support is 
imperative. The NDIS cannot work in isolation. It has to be integrated into existing belief and value 
systems and needs to be organised from within communities not from the outside. 
 
Relapse prevention and promotion of recovery are priorities. Assessment, treatment and support 
are provided across the lifespan from infancy to old age and delivered in a manner sensitive to the 
needs and expectations of the individual, the carer, the family and groups in the community. Case 
management systems facilitate continuity of care across service components, according to individual 
need. The participant, carer and family should be at the very centre of every thing we do. 
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Evaluation of the appropriateness and effectiveness of interventions continually occurs. For 
consumers with disorders that recur, a recovery framework can help the consumer come to terms 
with relapses as a part, rather than a failure of their recovery journey. Care across these acute 
episodes should aim to provide optimal clinical treatment followed by rehabilitation and day-to-day 
support services in order to maintain and promote wellness as much as possible in the participant’s 
own home or family/carer home.  
Rehabilitation may focus on vocational, educational, social and cognitive functioning and ideally 
involves active participation in range of activities such as social and cultural activities, art, music, 
sports and employment. All of these have massive implications for carers and families and these 
needed to be factored into the NDIS equation when individual care plans or person centred plans 
are created and funding attached to it. The person is the centre of everything we do and carers and 
families are also at the centre of everything we do. 
Ongoing mental health disability promotion, reduction of risk factors and enhancement of protective 
factors are very relevant at this end of the spectrum, to facilitate and support recovery and 
wellbeing.  
How is this done? 
The steps below can help us think about ways to ensure our support of the consumer and carer fits 
in with opportunities for continuity of any NDIS service provision:  
 Acknowledge and encourage clinicians, services or advocates who understand the 
appropriate cultural and linguistic issues to provide assistance and/or care and treatment 
with the consumer’s consent, and involving carers; 
 Understand protocols for developing respectful and empathic working relationships with 
consumers, family members and/or carers that demonstrate a commitment to cultural 
appropriateness;  
 Find out from the consumer, carer and their family what kinds of activities they enjoy and 
point out the importance of continuing them as part of recovery, connecting participants to 
ordinary people and ordinary places;  
 Ensure social connectedness and social inclusion by making sure that focus people are 
involved in a wide spectrum of interactions both inside and outside traditional communities.  
 Understand early warning signs and risk factors and triggers for relapse;   
 Provide services that engage carers in continual planning and regular review that includes 
(as appropriate): discharge planning from in-patient facilities; ongoing relapse prevention; 
crisis plans and support of home and community care.  
Implementation of the National and State based mental health disability plans and the data 
collected in the outcomes process are likely to influence many of activities and resource allocations 
in the roll-out of the NDIS in the mental health disabilities area. It is therefore imperative that 
Indigenous consumers and carers are accurately identified in the system and outcomes assessment 
is done as reliably, consistently and accurately as possible.   
Knowledge of an individual and their carer/family by the health professional/worker specific to 
mental health disability issues and to cultural and spiritual sensitivities can have a profound effect 
on the outcome of a clinical/disability encounter. Attention to detail (thorough history records, 
regular updates) and knowledge of a consumer’s past and present family support and circumstances 
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offers finer insight into their strengths and care needs. There needs to be knowledge of the broader 
relationship between consumer, carer/family and Indigenous community. Remember ‘country’ is 
part of spirituality and wellbeing and will need to be factored in during assessment for the NDIS. The 
NDIS needs to tap into this and become part of that partnership in spirituality. 
 
Therapeutic partnerships and relationships with consumers and carers in Primary Health Care should 
go well beyond developing rapport in the clinical encounter. This requires the health professional 
and support workers to have a superior understanding of, not just the consumer’s history, but also 
the cultural and community history, along with knowledge on how to access other resources. Holistic 
outcomes are achieved when emphasis is also placed on accessing community resources (for 
example, family and carers and their social networks, life promotions officers, sports and recreation, 
art and music groups, justice groups, spiritual leaders and traditional healers) that enhance the 
everyday life of the consumer and carer and family. 
2.4 A model to consider for the implementation of the NDIS 
Community rehabilitation in Australia, and indeed most industrialised nations, has struggled to 
develop and implement service systems that reflect the principles of Community-based 
rehabilitation (CBR), as proposed by the World Health Organisation (WHO). This challenge 
emerges clearly in the area of mental health rehabilitation which continues to be provided 
predominantly within a medical rehabilitation framework. This has to change if community mental 
health is to improve. Treatment models need to be discarded in favour of a more integrated 
psycho-social-educational-employment-training model with the security of housing guaranteed. 
Only then will people get well.  
 
While this difficulty is most apparent in urban locations and can be partially understood in the 
context of existing medical and inpatient rehabilitation systems, the anomaly in application among 
rural populations, including Aboriginal populations is curious. Given the poor resources and 
geographical isolation of these communities from specialist mental health rehabilitation centres, 
CBR approaches would appear to be most appropriate. Adoption of CBR in these regions may be 
useful in addressing some of the discrepancies that exist for these people and their communities 
between service provision and true partnership. The NDIS needs to look at these potential 
arrangements both during the roll-out of the scheme, but perhaps more importantly ensuring the 
scheme’s sustainability issues over extended period of time. The most important outcomes from 
CBR are partnerships and inclusion. 
 
It has been suggested that traditional ways of providing healthcare and rehabilitation services for 
Aboriginal People are steeped in medical doctor–patient type relationships and lack cultural 
sensitivity, thereby explaining their apparent inefficacy including significantly poorer health and 
service utilisation.  This criticism equally applies within the field of mental health community 
based rehabilitation. New ways of engaging with Aboriginal People need to be investigated in 
order to improve healthcare and rehabilitation service provision following the onset of a mental 
illness. The management of psychiatric disability especially in rural and remote areas needs a 
radical departure from the ‘visiting service model’.  
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Many service type models at best are tokenistic. For example one of the communities that was 
visited during this study had a school where a school counsellor from the Department of 
Education visited once per term. This is a waste of money and achieves no sustainable outcomes 
especially for children. Most mental health services only visit these areas once every three 
months. Surely continuity of treatment and follow-up are impossible in these circumstances. 
 
Participatory research approaches have also been advocated to most accurately capture and 
enhance the experiences of marginalised, rural and remote, and aboriginal communities. 
Participatory action research (PAR) has been described as an approach to social investigation, an 
educational process, and a way to take action to address a problem. This methodology has been 
used by rehabilitation services for people with mental illness in Australia to investigate under-
utilisation of service and mental health rehabilitation services more generally by Aboriginal People 
with mental illness. 
 
 Studies in Australia, employing PAR methodology has highlighted deficits in the implementation 
of a CBR model within traditional service guidelines. This approach has facilitated expansion and 
change within the current service models, leading to the development of practices that more 
closely align with the philosophical foundations of CBR. Further, this approach has promoted 
community development and partnership as a desirable way of engaging with individuals with 
mental health conditions, their families, carers and communities in everyday practice rather than 
merely within the context of a ‘special project’. This has allowed these communities to understand 
and utilise frameworks such as PAR and CBR as ways to build local capacity and support in mental 
health for communities. 
 
Mental health is one of the leading causes of disability in adults, children and young people 
globally. Common sequelae include physical, cognitive and behavioural impairment and disability, 
with severity ranging from mild to severe, and often leading to permanent disability.  
 
Long-term support and care is often required post-first episode, due to social impairment and 
adjustment issues, with the majority of care provided by family members or carers. These 
implications extend to the communities within which people with mental illness and their families 
live. Rehabilitation for people following a mental health episode in Australia typically consists of 
inpatient rehabilitation and sometimes community rehabilitation services that are either therapy-
based or client-focussed case management service models. While this appears to work for many 
people with mental illness and context suggests that these services are significantly underutilised, 
especially within regional communities and by Aboriginal People. This situation is further 
challenged by the geographical barriers of a dispersed population in remote and regional areas. 
This is important when considering the introduction of the NDIS. 
 
CBR offers an alternative model of rehabilitation service delivery that may address these service 
gaps, especially for Aboriginal People. CBR promotes collaboration between community leaders, 
people with disabilities, their families and concerned community members in the provision of 
equal opportunity for all people with disability in the community. In practice, ‘rehabilitation’ that 
takes place in the community, as currently exists for people, has sometimes been confused with 
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CBR. CBR was developed in the 1970s by the WHO in response to delivery of rehabilitation 
services to large numbers of people with disability living in developing countries. It is described as 
a partnership between those with a disability, their families, friends, community and the 
rehabilitation service providers. It involved employing, and training people in the actual 
communities to offer many of the support services on the ground. 
 
CBR aims to build the capacity of all involved in a socially inclusive way, using community 
development strategies. It brings people together around a common goal, usually the 
improvement of quality of life and the decrease of mental health relapse. The process of 
rehabilitation within CBR more accurately reflects a partnership rather than service provision, 
where the person with a mental illness and/or their carer/advocate consents to participation and 
makes decisions about what supports are needed using a Person Centred Approach. The delivery 
of the support for a person with a mental illness is undertaken by trained individuals in the 
community, including families and carers.  
CBR services are usually integrated at a number of levels and in a variety of ways. Kuipers et al. 
(1998) describe the four categories of CBR services, as ‘providing’, ‘assisting’, ‘participating’ and 
‘advocating’. These can then be integrated within a variety of contexts, with the individual with a 
mental health condition, the family, the community, service structures (formal services, such as 
government or NGOs) and within macro-systems (e.g., social customs, attitudes and beliefs) using 
this framework. Kuipers et al. (1998) emphasise the dynamic and complex nature by which CBR 
can work successfully. 
 
The concept of an ‘inclusive community’ means that the community adapts to facilitate the 
inclusion of people with mental health disability rather than the individual adapting to the 
community, focusing on all community members and establishing equal rights and access across 
all community members. CBR has been described as ‘an approach that integrates people with 
disabilities into mainstream life by assisting them to meet their physical, social, mental health, 
day-to-day and employment aspirations. 
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2.5 NDIS Application 
What does the Literature & Guiding Principles tell us about how to engage and partner 
with Indigenous people? Why is this important to the NDIS? 
Reid (1982) states: 
"The Indigenous approach to both prophylaxis and curing is a holistic one. It recognises the physical, 
personal and spiritual dimension of life and health". She notes that in many ways it is closer than 
that of Western medicine to the WHO's definition of health – "a state of complete physical, mental 
and social well-being and not merely the absence of disease or infirmity". 
Early researchers such as Cawte (1972, 1974), Cawte et al (1968) and Eastwell (1982) tried to 
describe the nature and extent of highly distressed behaviour, as mental illness, found in traditional 
Indigenous communities. They described both syndromes similar to those of Western medicine, such 
as schizophrenia, depression, and culturally derived explanations of these such as sorcery. They 
highlighted the difficulty of both defining and diagnosing these differences, and the postulated 
issues of management. Cawte (1972) was said to have an "ethno- psychiatric agenda" in describing 
these issues and proposed that there were two groups of illnesses - those characteristic of 
traditional life and those of communities in transition.  
Eastwell (1990) used dynamic explanatory models. However these explanatory frameworks have not 
been in recent or current use. Kahn (1982) like Cawte (1972) drew attention to the effects of loss of 
traditional lands, gross disruption of culture, with the resulting social disorganisation or stress. In a 
range of cultures where Indigenous people have experienced these same stressors similar patterns 
of emotional problems and disturbances appear: alcohol abuse, suicide, accidental death, homicide 
increases, child sexual abuse, domestic violence and family breakups. 
Kleinman (1986) draws attention to the concepts of illness experience, as distinct from disease entity 
and this conceptualisation has greatly enhanced the cross-cultural approach to psychiatry. His work 
and that of others contributing to the field of cross-cultural psychiatry have helped recognition that 
sociocultural factors influence almost every aspect of mental health disability and illness: aetiology, 
onset, course, personal experience, outcome, and systems of care. This is why the NDIS roll-out and 
establishment of service deliveries need to be mindful of these issues.  
Even though there are enormous individual differences between people, and great similarities, 
cultural factors are likely to dominate expression and understanding of behaviours, even those of 
organic origin. These issues must set a background for considering Indigenous mental health 
disability and how it might be dealt with in relation to something like the NDIS implementation in 
these communities. Ignoring these issues will result in the NDIS either being a failure or at best a 
token success which would be a tragedy given the extraordinary needs of these disadvantaged 
Indigenous communities which are isolated, vulnerable, socially excluded, and containing unresolved 
and increasing mental health disability issues amongst carers and families. 
 
On the other hand Bieroff (1982) has highlighted the difference between psychiatric and 
anthropological interpretations of "aberrant" behaviour in an Indigenous community and examined 
the role of social control mechanisms in mobilising negative sanctions against the "antisocial". Many 
of these early studies failed to take into account the subjective reality of Indigenous people. He 
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concludes, both from his reviews of the work of psychiatrists in this field and from his own study, 
that the majority of Indigenous people do not in fact show psychopathology but rather resilience 
and remarkable coping skills in adjustment to the world in which they live, with the majority showing 
"well-integrated adult personalities" and leading a "valuable and meaningful life" (p152). 
 
Indigenous languages demonstrate acknowledgement of the aberrant or "silly" behaviour, and the 
longstanding nature of this recognition. Dunlop (1988) for instance reports the word "arerte" -being 
used to refer to a person who is really mad, or in another language "Rama Rama" - silly, stupid, mad 
(Warlpiri) and "Walpanalpa" - mad or crazy, "Warungko", "arengkw", "pina pati", or "kawa-kawa" - 
thoughtless, silly and here too "rama rama" silly (Dunlop, 1988, p42).  
Morice (1977 a, b, c, d) has also written in this sphere and points out the important subtleties of 
language that distinguish between certain types of emotion and mental disorder. His work also 
shows that there are precise usages which define whether a reaction is normal, for instance grief, or 
illness such as depression, and whether it might be seen as resulting from some socially justifiable 
context (e.g. some anger) or a personality trait or "disorder" for instance, aggression.  
Morice's work is valuable in describing and identifying the much more subtle distinction in 
Indigenous language and understandings. Furthermore this use of terms may also give clues as to 
how the behaviours are viewed and reacted upon by that group (community). There are, of course, 
many other words and languages, some of which are covered in the recent volume "Indigenous 
Words" from Macquarie Press. 
 
One of the most important studies that could potentially inform the NDIS process in Indigenous 
mental health disability communities is, Dunlop (1988) "All that Rama Rama Mob" in response to a 
"crisis in coping with the behaviourally highly distressed" (p.ix) 
Dunlop carried out research to address this issue for Congress (the Central Australian Indigenous 
Congress, the Indigenous Medical Service, at Alice Springs). This was particularly valuable as a 
research initiative in that it was a community controlled consultative research project, and was 
undertaken to ascertain Indigenous perceptions of highly distressed behaviour. She found that in 
general there were people in the community willing to participate in the research, although 
discussions were sometimes constrained because of the personal nature of what was being 
considered, or family or other connections.  
In reviewing different language terms and these associated concepts she found that in all the 
languages of the areas she researched, the term used for "madness", also applied to "deafness", and 
as well there were a multitude of other words which referred to abnormal or highly distressed 
behaviours. This may indicate why some of our western diagnoses do not fit in traditional Indigenous 
communities. Before the NDIS is introduced, new protocols need to be established in relation to 
Indigenous people with a mental illness, their carers and families which will ensure that the NDIS is 
successfully introduced and genuinely responsive to the people concerned. The use of language is 
important to meaning and how programs are taken on board. The words that are used by the NDIS 
are important. Inappropriate words or language could undermine the roll-out of the NDIS. 
 
It was found that where local services considered someone to be mentally ill their communities also 
perceived them as abnormal and that this was differentiated from violence or substance abuse, even 
though these behaviours might be seen as serious problems. There was, in general, a high degree of 
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acceptance of abnormal or extreme behaviour. Communities would start to complain if the highly 
distressed person's behaviour was extremely violent; if the person caused difficulties constantly so 
that families could not get a break; or if there were not enough people to care for the person on a 
shared responsibility basis. Enter the role of the traditional carer or family member in supporting 
different behaviours. 
 
In describing the patterns of highly distressed behaviour, Dunlop found that the sample could be 
divided roughly into three groups: non-disruptive cases; disruptive cases with little violence; and 
cases that were both violent and disruptive. It is interesting to note that it became obvious that it 
was impossible to completely separate the issues of substance abuse from the other aspects of 
highly distressed behaviour. Communities also usually described the behavioural problems as 
chronic, with only one fifth of cases believed to be improving or having the potential to improve. 
Furthermore there was no one Indigenous concept to cover globally the nature of the behaviourally 
highly distressed, and people used a range of interpretations of these behaviours. 
 
It was found that highly distressed behaviour was usually attributed to some problem in the head, 
with a variety of causes corresponding to physical, "spiritual" and psychological and social factors. 
People were often seen as affected by external causes and not held responsible for their actions in 
that, as Dunlop says, they could not "see" or "hear" (deaf) when acting in a highly distressed way. 
Behaviour was often given a number of explanations, operating at different levels. The severity of 
the behaviour (as well as context) was likely to be the best indication of community views on the 
likely need for treatment. "Spirit" causes were most often applied to the most severe cases. There 
was also a tendency to attribute the disturbance to a period in the intermediate rather than distant 
or immediate past. This will have important implications for the introduction of the NDIS in the near 
future, especially in these remote communities. 
 
There are specific implications for carers/families in Indigenous communities in this study. 
Responses to highly distressed behaviour were described at many levels. In general there was a 
strong sense of family responsibility with people seeking outside assistance only when there were 
extreme problems. The community tended to be very tolerant as well, unless problems were severe, 
disruption incessant, or demonstrated significant aggression and violence. 
 
Dunlop vividly describes how, within communities and families, one or two people may take on a 
large burden of care including in their responsibilities "sniffer grandchildren, senile parents and a 
highly distressed individual as well" (p.xxiv). However these methods would fail if too much burden 
was placed on individuals or family care networks, or if family networks were dispersed or ruptured, 
or if alcohol/drugs added further disruption. 
 
Examining further the nature of the highly distressed behaviour Dunlop reported on a total sample 
of over 200 people said to be problematic by their communities because of highly distressed 
behaviour. The findings resulted from extensive community discussion among Indigenous research 
officers and in community languages, with community leaders; traditional healers (ngangkari); 
health workers; close family of problematic individuals; "carers" of these individual problematic 
individuals themselves; other concerned community members. There was no attempt to make 
diagnostic assessments in a clinical context, although those involved in care were asked their views 
and perceptions of the nature of the problems. There was also exploration of current forms of 
assistance and perceived need. 
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While clearly the worst of the behavioural problems discussed were those of severe violence and 
aggression there were other primary behaviours seen as "abnormal" or "mad". 
 
Behaviours described as highly distressed included: walking around the camp all the time; talking 
incessantly; sleep disturbance; hearing voices; frequently moving between communities or heading 
out bush; keeping out of normal social interactions; sleeping anywhere; being naked. These were 
activities, as Dunlop suggests, that other people found "generally pointless, possibly worrying, and 
often irritating". (p49) 
 
Personality traits were often part of the description of highly distressed individuals: they were seen 
as angry (more than 50%); upset; restless or frustrated; mistrustful; bored; and lonely and isolated. 
 
Almost half the group had at least one physical problem and the majority of these directly related to 
the disorder of definition of abnormality, for example fits, headaches, or other forms of physical 
condition including intellectual disability. 
 
It should be emphasised that substance abuse was closely interwoven with these problems and 
perceptions of them and in the descriptions and understandings provided; it was not possible "to 
distinguish between behaviour which was substance induced and behaviour with other causes". 
Dunlop suggests that ignoring the compounding effects of substance abuse on behavioural disorders 
(especially for instance, alcohol) "may lead to misdiagnosis and ineffective treatment" (p68). 
 
Causes examined in this respect include immediate causes which showed repeated assumptions that 
part of the body was affected (e.g. by an object inside, "must be a stone inside"). Longer term causes 
were seen as: 
"Spiritual"  
Ghost, devil, resulting from damage to a sacred object, being “sung” 
"Physical"  
Either from damage assumed to have happened in childhood, physical effects or from direct or 
specific injuries such as a head wound 
“Substance Abuse”  
For instance these causative explanations related to the damage or abnormal behaviour caused 
by alcohol or petrol sniffing 
“Lifestyle causes”  
These were causes such as worries about family, stresses and pressures of children, the effects 
of prison, mental stress of "too much thinking", old age, or an interaction of such factors. 
“Inherent factors” 
For instance inherited madness seen as relating to a family history of madness and strange 
behaviour. 
Exacerbating factors were seen as including these elements and possible upsetting and unsettling 
influences. For the most part, causes were viewed as interacting and understanding came in terms of 
multiple and mutually influential variables in the types of categories outlined above; or in some 
instances more "nebulous" for instance, "just born like that". 
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In terms of the care needed while families traditionally take responsibility for care of the highly 
distressed individual, additional help was often needed. Dunlop found that there was generally faith 
in Indigenous primary health care systems, but people were willing to use the non-Indigenous care 
systems to: relieve symptoms; cope with things outside the sphere of traditional medicine; or as 
another source of assistance for serious problems (see Dunlop, Chapter 6). People were however, 
reluctant to interfere in the lives of others unless there were family responsibilities to do so. There 
were also sometimes problems in that this not only meant difficulties in acting to provide care, but it 
might also prevent people from protecting those who are highly distressed from others giving them 
a hard time, for instance, by teasing and bullying. 
Traditional healers or ngangkari were called upon and bush medicines were also used. Traditional 
healers were seen to deal with certain 'spirit' causes, and some cases of extreme punishment and 
rejection; but it was considered that there were a large number of highly distressed people for 
whom there was no traditional coping strategy because their problems had arisen from factors 
outside traditional times, or traditional coping mechanisms were no longer effective for them. For 
instance, with respect to substance abuse and other factors associated with modern lifestyle 
changes, community members felt that they should receive external support to deal with these 
issues. This may be a challenging factor for the NDIS i.e. differing interpretations of who takes 
responsibility for the aetiology of a psychiatric disability and how it is managed. 
Traditional healing was seen as involving the work of the ngangkari which was to deal with: ‘foreign 
objects in the mind’; ‘infected brains’; ‘thought disturbance’; ‘pain in the head’; ‘blocked ears’; ‘lost 
spirit’. The healer might "sing" people to make them well; trips to the bush and gathering bush 
foods; bush medicine; traditional care; traditional restraints; and some modern adaptations. 
However the limitations of the traditional healing programs were recognised and acknowledged; for 
instance with substance abuse, or because such skills were more for physical problems, or were seen 
as fading. However, belief was strong in bush communities, and it was often considered that the 
ngangkari should be consulted first, and brought in if other healing was ineffective. The use of these 
features of traditional Indigenous culture may need to be factored in when assessing people for the 
NDIS. For example, during any ‘person centred approach’ to identify the needs of people with 
psychiatric disabilities and map their future aspirations, it may be of great benefit to all concerned to 
have a ngangkari present or Law Man or Elders. 
There were descriptions of bush medicine used for highly distressed behaviour. Rock fuchsia, bush 
banana, bush current, lemon grass, quondong, were amongst those identified for ‘madness’, 
headache and so forth. The traditional ways will need to be incorporated into the National Disability 
Insurance Scheme, especially in relation to assessments of need and non-traditional support. People 
who are involved in traditional treatments will need to be involved in the NDIS process to 
incorporate their wisdom and as an aspect of social inclusion. This can be accommodated if there is a 
will to do so. 
The implication for NDIS in these circumstances, as reported in the literature, indicates that support 
available for highly distressed people and their families was extremely limited, with some highly 
distressed people ending up in jail because there was nowhere else for them. The only community 
based treatment available in many cases was western medication. Health services felt that they had 
very limited resources to deal with these problems, and there was criticism of the ways patients 
were diagnosed (for instance with schizophrenia which was seen as over diagnosed), and the 
reliance on medication (often at high levels and with significant side effects). While community care 
was seen as the ideal, there were many criticisms of how it operates.  
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There is seen to be poor communication between agencies and the community and between 
differing agencies involved in care. There was often a failure to adequately consult with or inform 
family members of proposed care, as well as gaining their views on problems. There was little 
support for families attempting to care for a highly distressed member. Community workers had a 
strong desire to be involved in the decision making processes for systems of care as well as 
individual care within their community. All of the above need to be incorporated into local NDIS 
implementation processes. 
Any NDIS service should cater for these individuals, their families and communities, and should not 
only meet the needs of those with mental health disability conditions, but also chronic substance 
abuse which has become one of the most disabling “psychiatric conditions” in Indigenous 
communities.  
It is recommended in much of the literature that any service should encompass a formal body to 
coordinate referral, assessment and management and should be the first point of contact for those 
who are highly distressed, and coordinate and liaise with others to provide appropriately for their 
needs. It should involve support of highly distressed people and their needs in their own 
communities wherever possible and it should aim to prevent crisis situations as well as respond to 
them rapidly. It should be backed by a variety and network of short term, respite, and long term 
care, and purpose-built facilities with an appropriate caring therapeutic milieu. Optimal 
communication at all levels should be a priority including the use of interpreters, and Indigenous 
people from appropriate language groups, as well as full assessment of other sources of information 
and communication between agencies as well as individuals and communities.  
The service staff should have appropriate management, and training as well as support, to ensure 
optimal clinical care provision. Education should involve Indigenous and non-Indigenous staff to 
enhance awareness of cross cultural issues, and skills for appropriate response. Above all, services 
should build on existing Indigenous care systems and be guided by principles of self-determination, 
inclusion, and respect. This is what the NDIS has to achieve, including ensuring that the NDIS is not 
provided by outsiders coming into communities but by community members running the service 
from within communities. 
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2.6 Summary 
What Do We Learn from Guiding Principles and Contemporary Research Literature, 
and Alternative Models of Service Delivery that can inform the NDIS Process? 
 
The roll-out of the National Disability Insurance Scheme when being applied to Indigenous carers 
of people with mental illness in rural and remote areas such as the northern areas of Western 
Australia needs to take account of the following issues that are imperatively important in 
informing the process of the NDIS. 
 Any support service should build on existing Indigenous and traditional care kinship 
systems. Working within cultural protocol and systems is an absolute benchmark. 
 All protocols must involve self-determination, inclusions and respect for what is already 
in place, including traditional constructs of mental illness and the roles of family and 
carers, mutuality, ‘working with’ not ‘working for’, and acceptance of the vital roles of 
carers, family and the whole of community. 
 The NDIS roll-out must be based on Person Centred Planning and the Mapping of 
aspirations for the future with the participant, family and carer being at the centre of 
everything we do. The NDIS roll-out must employ Indigenous Workers centred where 
the participants live regardless of remoteness.  
 Indigenous carers provide care within a complex cultural context which does not always 
fit comfortably (at best) with current service provision and policies. This needs to 
improve by ensuring that people involved in the process of administering and managing 
the NDIS in rural and remote locations are Indigenous people or at least non-Indigenous 
people who can demonstrate a comprehensive grasp of those complexities. These 
provisions can only improve outcomes, especially for the person with a psychiatric 
disability. 
 The higher levels of socio-economic and health disadvantage means that the impact on 
caring is much greater on Indigenous carers themselves and the wider community at 
large. This has to be accommodated, within any service provision of the NDIS in 
Indigenous communities. There needs to be a strong understanding of the social and 
economic determinants of ill-health, especially mental ill-health, and an understanding 
of traditional explanations for behaviour and being ‘sick’. 
 Because of emotional and kinship obligations, including shame issues, amongst 
Indigenous groups they often determine the extent and nature of care. This often forces 
the carers to continue caring despite considerable impact on their own health, wellbeing 
and spirituality. This has important implication for the NDIS management protocols and 
practices. This does not normally happen with paid and volunteer carers in urban areas. 
 In many Indigenous languages the words “care” and “carer” do not exist. For example, 
there is no Anangu word for a carer of a person with a disability and the idea that 
someone needs to be cared for, implies the negative connotation that they are 
“deficient”. This perspective exists in many Indigenous communities. There are often 
tensions between carer and the focus person on the issue of dependency. Sometimes 
these relationships become co-dependent and dysfunctional. This is a complexity that 
will need to be factored in by the NDIS arrangements. If the carer leaves, for example, 
who will takeover? How do we plan for this within traditional practices? 
 Many of the issues that Indigenous communities face are the same, but how they are 
dealt with may be very different. Applying NDIS broad stroke solutions to all Indigenous 
28 
 
communities is unrealistic and will simple not work. The implementation of the NDIS 
needs to be tailored to meet the complex needs of people with disabilities on a 
community-by-community and person-by-person basis.  
 The role of the carer in Indigenous communities does not equate with the European 
notion of an individual who assumes the role of a primary care giver to a relative or 
friend who is unable to fully care for themselves. This will need to be negotiated by the 
NDIS. The notion and role of ‘carer’ may change from community to community. People 
rolling out the NDIS in rural and remote Indigenous communities will need to spend 
considerable time in the communities so as to best enable and individualised the 
process. An element of this must be a ‘whole of community approach’ regardless of all 
its complexities. 
 A further significant difference between the dominant culture and Indigenous cultures 
are the principles of reciprocity and obligation. In mainstream culture the emphasis is on 
the individual and the nuclear family and often competition for resources. In Indigenous 
culture the emphasis is on a sharing process in the extended family. A carer is often not 
an individual but a community response in the context of kinship systems. A person with 
a mental illness may be ‘cared for’ by the whole community. This can sometimes result 
in a more stable and healthier response. 
 Indigenous people look to members of their own extended family and community for 
care and support, rather than seeking help from outsiders. There have to be culturally 
acceptable and good reasons why someone would accept caring and support from the 
outside. In these types of circumstances, there is more shame attached to an outsider 
than from someone from the kinship group. People who implement the NDIS need to 
take stock of this and work through acceptable channels to achieve outcomes. Taking 
short cuts will only result in resistance, suspicion and non-compliance. 
 The historical issues of dispossession, stolen children, cultural and language dislocation 
are still impacting on Indigenous communities and therefore need to be continually 
taken into account in relation to carer issues. They will continue to impact on the NDIS 
implementation. The cycle of poverty, social and language dislocation and alienation 
from mainstream society are as real today as they every have been. This is reflected in 
the custodial statistics, alcohol and other drug abuse, unemployment, violence and anti-
social behaviour, self-harming and suicide rates. 
 Paternalism and non-inclusive approaches to Indigenous people continue in many 
service type models. The NDIS needs to avoid this process before it starts. There has to 
be a more creative approach to issues that fully involve the views and suggestions of 
Indigenous people. A person centred and community inclusive approach is time 
consuming but is an investment that will eventually pay a huge dividend where 
Indigenous people actually own the delivery process of the NDIS. 
 Indigenous perspectives of the world are different from mainstream culture in relation 
to rituals, behavioural responsibilities, perception, reciprocity and obligations.  Policy 
and implementation of NDIS support need to be articulated appropriately in Indigenous 
communities in a way that resonates with the people it is trying to reach. If the NDIS fails 
to achieve this the benefits to people with psychiatric disability may be compromised.  
 Traditional beliefs together with healing practices and rituals may form part of the caring 
process. They need to be incorporated within the NDIS process and the evidence needs 
to be there for all to see. Hopefully this would be articulated through the process of 
Person Centred Planning. 
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 The concept of “shame” is also a powerful influence on how people live their lives. It 
operates as a way of modifying behaviour and ensuring cultural traditions and norms are 
observed. If a cared-for-person has to be moved from a community to say a city hospital, 
the traditional carer has failed in their responsibility to that person in the community 
and brings ‘shame’ to the carer. This sometimes results in conflict which undermines the 
mental health disability of all concerned. This emphasises the need for greater on-going 
carer support and education and training. The NDIS will need to incorporate this and 
undertake training. 
 The concept of time based on a twenty four hour clock is often irrelevant to Indigenous 
people. People who implement the NDIS need to enter a different time-zone to achieve 
their objectives. If they don’t they will fail to impart any information or service delivery. 
Not keeping appointments or being late for meetings is often wrongly interpreted as 
disrespect and laziness or another aspect of the “Aboriginal problem”. It is none of 
these; it is simply a different way of ordering one’s day. The roll-out of the NDIS will 
need to adopt creative solutions to this situation or we will fail to engage with the 
people who need to engage. We need to engage with people; not expect them to 
initially engage with us. 
 Traditional avoidance rules, eye contact and talking side-by-side need to be respected 
and incorporated into our approach to the NDIS. Workers need to be conversant with 
these characteristics of engagement if the process is to be successful. This is yet another 
reason for employing Indigenous people to do this work. 
 Gender and sexuality issues need to be understood and respected and implemented in 
service protocols. This may mean that information needs to be given twice to both sexes 
as the gender perspective, on that information, may be quite different. Men’s business 
and women’s business protocols may challenge processes for assessing and planning for 
people’s needs. For example; when the carer is female and the focus person is a male. 
People with disabilities and are gay or lesbian will throw up another set of protocol 
complexities. 
 Approximately 60% of Indigenous carers also have poor mental or emotional health. This 
has important implications for the way we support carers and the way we take this issue 
into consideration will need to be a strategy in the NDIS roll-out.  
 Approximately 85% of Carers felt that their mental and emotional health had become 
worse as a result of being a carer. This is probably caused by added vulnerability, the 
lack of carer support programs and a lack of on the ground supports and will need to be 
addressed when the NDIS scheme is rolled out. On-going support need to spring from 
within the community not imposed from the outside. 
 Approximately 30% of carers delay their own health care which would indicate they are 
time-poor and also require additional support and educative programs. Carers need 
regular “check-ups” in relation to their own mental and physical health or one could end 
up with two consumers. Support for carers as well as for people with psychiatric 
disabilities is an absolutely imperative.  The issue of respite needs to be urgently re-
visited and re-defined. 
 Approximately 59% of carers felt that caring had affected their own physical health. This 
would also indicate that they are time-poor (over-whelmed) and also requiring 
additional support and educative programs. 
 Indigenous people who are caring for a family or friend with a mental illness or other 
disability are highly disadvantaged in a number of areas. NDIS will need to taka this into 
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account when assessing people for the NDIS together with the social circumstances of 
cares and families and indeed the whole of the local Indigenous community. 
 The literature indicates that support available for Indigenous people with mental illness 
and their families/carers was extremely limited, with some people ending up in 
inappropriate facilities, with no support or even in gaol because there was nowhere else 
for them. It is a common story that people exhibiting extreme behaviours are often 
incarcerated because there is no appropriate therapeutic environment available. 
Therefore some of the NDIS clientele may be presiding in a rural or remote prison cell. 
This is not because they have broken the Law and been sentenced for some crime but 
they just have a mental health disability condition which has caused them to behave in 
an extreme way. This is substantially a circumstance of mismanagement of a mental 
illness and a lack of specialist and support services. This will provide challenges for the 
NDIS.  
 While community care/support was seen as the ideal, there are many criticisms, in the 
literature, of how it operates. There is seen to be poor communication between 
agencies and the communities and between differing agencies involved in care within 
communities. There was often a failure to adequately consult with or inform carers and 
family members of proposed care strategies, as well as gaining their views on the 
challenges of caring.  
 There was little support for families attempting to care for a highly distressed member.  
Escalation of acuity is something many people, including Indigenous carers, find very 
difficult to cope with. The NDIS needs to develop flexible approaches to program 
development through Person Centred Planning and other strategies to achieve 
contingences in these circumstances. This is another reason why Indigenous carers and 
families within communities need training and active support. 
 Community workers had a strong desire to be involved in the decision making processes 
for systems of care as well as individual care within their community. This needs to be 
incorporated into any local NDIS policy and implementation process. 
 Any NDIS service should cater for individuals, their families, carers and communities, and 
should not only meet the needs of those with mental illness and other disabilities, but 
also chronic substance abuse, as a disability that can lead to mental illness and acquired 
brain injury. Chronic alcohol and other substance abuse although often correctly linked 
to mental health disability disabilities are disabilities in their own right. This may need to 
be considered by the NDIS. It is a chronic problem debilitating many Indigenous 
individuals and communities and results in a ‘disability of functioning’. 
 It is reflected in the literature that working with people with a mental health disability 
condition (psychiatric disability), their carers/families also involves a ‘whole of 
community’ approach. This needs to be factored in by the NDIS. The issue is not always 
about the individual and/or the carer/family. It is about the whole community. Mental 
health disability support and intervention is often more about mental health disability 
social capital and capacity building than working with individuals. This should be 
reflected in any NDIS planning and assessment process. 
 It is recommended in the literature that any support service should encompass a formal 
body to coordinate referral, assessment and management and should be the first point 
of contact for those who are highly distressed. This has to be operational within 
communities not delivered from the outside. 
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 The NDIS once established should be backed by a variety and network of short term, 
respite, and long term care, and purpose-built facilities with an appropriate caring 
therapeutic milieu. Crisis intervention is one of the most difficult issues to manage 
because of the lack of support, knowledge and specialist services. The problem of 
distance is real.  Technological solutions may go some way in responding in a crisis. This 
needs to be formalised for the carers and families of people with a psychiatric disability. 
Often people especially in remote areas feel totally alone in the ability to manage a 
crisis. Again, trained people on the ground in communities need to be a priority of the 
NDIS.  
 Optimal communication at all levels should be a priority including the use of 
interpreters, and Indigenous people from appropriate language groups, as well as full 
assessment of other sources of information and communication between agencies as 
well as individuals and communities.  
 We need to be reminded that in Indigenous communities English is often the third 
language spoken. 
 The NDIS service staff should be enlisted from local Indigenous people who have 
appropriate training as well as support, to ensure optimal care provision. These local 
people understand local issues and protocols.   
 NDIS local education should involve Indigenous and non-Indigenous staff to enhance 
awareness of cross cultural issues, and skills for appropriate response. Above all, 
services should build on existing Indigenous care systems and be guided by principles of 
self-determination, inclusion, and respect. This is what the NDIS needs to achieve. 
 The NDIS is probably not going to be successfully implemented in Indigenous 
communities unless there is an internal infrastructure managed and operated by 
Indigenous people themselves and they themselves meet the challenges in their way. 
 Community Based Rehabilitation (CBR) offers an alternative model of rehabilitation 
support delivery that may address these service gaps, especially for Aboriginal People. 
CBR promotes collaboration between community leaders, people with disabilities, their 
families and concerned community members in the provision of equal opportunity for all 
people with disability in the community. 
 The model of service provision has to change if the NDIS is to be successfully introduced 
 Treatment models need to be discarded in favour of a more integrated ‘support’ model. 
 CBR is very appropriate for areas where there are poor resources and geographical 
isolation. 
 The CBR are true partnerships. 
 CBR was developed in the 1970s by the WHO in response to delivery of rehabilitation 
services to large numbers of people with disability living in developing countries. It is 
described as a partnership between those with a disability, their families, friends, 
community and the rehabilitation service providers. It involved employing, and training 
people in the actual communities to offer many of the support services on the ground. 
 The visiting service model is ineffective and is not value for money. 
 The NDIS is probably going to be successfully introduced to rural and remote Indigenous 
communities by adopting a CBR and PAR methodologies (see Part 3 Methodologies), and 
values and operational principles. 
 Many mental health disability services in rural and remote areas are ignored by 
Indigenous people because they cannot relate to them on a human level. This is 
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primarily because Indigenous people have not been included and involved in the 
development and implementation of the service. 
 Participatory research approaches have also been advocated to most accurately capture 
and enhance the experiences of marginalised, rural and remote, and aboriginal 
communities. Participatory action research (PAR) has been described as ‘an approach to 
social investigation, an educational process, and a way to take action to address a 
problem’. This methodology has been used by rehabilitation services for people with 
mental illness in Australia to investigate under-utilisation of service and mental health 
rehabilitation services more generally by Aboriginal People with mental illness. 
 Studies in Australia, employing PAR methodology has highlighted deficits in the 
implementation of a CBR model within traditional service guidelines. This approach has 
facilitated expansion and change within the current service models, leading to the 
development of practices that more closely align with the philosophical foundations of 
CBR. Further, this approach has promoted community development and partnership as a 
desirable way of engaging with individuals with mental health conditions, their families, 
carers and communities in everyday practice rather than merely within the context of a 
‘special project’. This has allowed these communities to understand and utilise 
frameworks such as PAR and CBR as ways to build local capacity and support in mental 
health for communities. 
 CBR aims to build the capacity of all involved in a socially inclusive way, using community 
development strategies. It brings people together around a common goal, usually the 
improvement of quality of life and the decrease of mental health relapse. The process of 
rehabilitation within CBR more accurately reflects a partnership rather than service 
provision, where the person with a mental illness and/or their carer/advocate consents 
to participation and makes decisions about what services are needed using a Person 
Centred Approach. The delivery of the support for a person with a mental illness is 
undertaken by trained individuals in the community, including families and carers. 
 And finally; CBR supports are usually integrated at a number of levels and in a variety of 
ways. Kuipers et al. (2008) describe the four categories of CBR services, as ‘providing’, 
‘assisting’, ‘participating’ and ‘advocating’. These can then be integrated within a variety 
of contexts, with the individual with a mental health condition, the family, the 
community, service structures (formal services, such as government or NGOs) and within 
macro-systems (e.g., social customs, attitudes and beliefs) using this framework. Kuipers 
et al. (2008) emphasise the dynamic and complex nature by which CBR can work 
successfully.  
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Methodology 
The mental health disability status and mental health disability service needs of Indigenous people 
and Indigenous constructs of mental health disability differ from the general population, therefore 
the development of programs, services, partnerships, and activities for Indigenous people must take 
these differences into account or very little will be achieved. 
Australia has a poor history of delivering services to Indigenous peoples, much of which lacks 
consultation, inclusions and respect for land and culture and the possibility of genuine and 
sustainable partnerships. Also there is mistrust that Indigenous people cannot manage their own 
affairs.  An approach that builds on the strengths, knowledge, capacities and the resourcefulness of 
the Indigenous community is imperative. We have attempted to capture, in our methodology and 
rationale, an Indigenous approach to the implementation of the NDIS in rural and remote northern 
regions in Western Australia. This approach is culturally appropriate, partnership in nature and is 
also based on what has been shown not to work. 
If the NDIS is rolled out homogeneously across Australia it will fail. If the NDIS fails to adapt to 
Indigenous social and cultural imperatives it will also fail to impact on the most highly disadvantaged 
and socially excluded people in Australia. This is especially the case for carers and families of 
Indigenous people with mental health disability conditions. Arafmi’s visits to isolated and remote 
Western Australian communities have identified serious issues in relation to the ability of carers and 
families to support their focus people especially, but not exclusively, during critical episodes of 
mental illness. 
Arafmi’s local Indigenous outreach workers, with the assistance of the project manager, facilitated 
consultation with carers and family members and service providers through ten focus groups held at 
Carnarvon, Port Headland, Broome and selected remote communities within the Kimberley and 
Pilbara regions staffed by Arafmi. Further, the project manager consulted with key stakeholders 
before final production of the report to ensure that information gathered during these focus groups 
has been effectively and faithfully captured, interpreted and presented.  
These local contacts ensured that those with a tier 3 psychiatric disability who will be covered under 
the NDIS and their family members/carers will be informed of the project and have an opportunity 
to contribute to the identification and development of best practice guidelines. Some of these 
recommendations may be applicable to other Indigenous organization outside Western Australia.  
There was no expectation in relation to timeframes, including start and finish times and the length of 
the sessions. It was interesting however to note that meetings basically started within an hour of the 
designated time and lasted approximately 2 hours with lunch. All participants seemed enthusiastic 
about the process. We believe that the enthusiasm stemmed from the dramatic issues around being 
a carer and/or family member of a person with a serious mental health disability condition. There 
were a lot of story telling, lots of yarning and lots of ‘sorry stories’.  
Capturing information from Indigenous focus groups is somewhat problematic. The methodology 
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adopted needs to reflect the cultural imperatives and social mores of the group. Narrative 
approaches and ‘yarning’ seem to be in keeping with Indigenous story telling and ways of imparting 
information and traditions. The Indigenous groups that were engaged for this study seemed very 
comfortable with that process and were able to tell their stories in a relaxed and non-judgmental 
milieu. It was seen as important that these Indigenous people were given the opportunity to tell 
their stories in a culturally appropriate forum both as a group and individually. 
A mark of the success of this process was perhaps indicated by the participants’ willingness to 
discuss, openly, issues of personal shame and ‘sorry’ stories such as suicide and deceased people. 
They did this without the facilitator prompting. They were also very open about the need for 
traditional cultural ways of dealing with mental illness and expressed a desire to incorporate 
traditional methods into mainstream psycho-social interventions.  
The integration of ‘therapies’ and ‘medicines’ and ‘community based rehabilitation’  and the roles of 
the carer, family and wider Indigenous communities in the ‘treatment’ and support of people with a 
psychiatric disability is acknowledged in this report as something that is very necessary for the 
introduction, implementation and management of the NDIS in the future. The management of any 
NDIS program needs grassroots involvement and community capacity building. How do we achieve 
this? 
Rationale for Participatory Action Research being adopted by the NDIS 
Participatory action research (PAR) is one avenue by which partnership with Australian Aboriginal 
communities may be established for the purpose of addressing health and rehabilitation needs of 
people with mental health conditions. PAR is a process that allows ordinary people to explore issues 
that are of priority in their day-to-day functioning using their own resources to produce knowledge 
and take action to improve the situation. This often occurs in collaboration with external 
researchers.  
One of the key elements of PAR is community participation and involvement, which can encompass 
many activities. Proactive and systematic work towards engaging community members in varying 
levels and stages of involvement is more likely to produce an outcome that is reflective of that 
particular community and is claimed or owned by that community, increasing the project’s 
sustainability suggest that empowerment interventions, such as PAR, are a means of developing and 
utilising local knowledge and resources, improving health outcomes and quality of life for 
disadvantaged groups, through improved individual and organisational capacity. As well as intra-
community knowledge sharing, this process can also empower inter-community sharing.  
PAR begins with the identified needs of community members, and is driven by practical outcomes. It 
is an extension of empowerment theory, where community members become participant–
researchers who organise themselves, sometimes with the assistance of others, to develop 
implements and evaluate activities.  
Using participatory action research 
The essential elements of PAR are collaboration, participation and reflection, which take place 
during multiple cycles of planning, acting and review. PAR is a systematic process, with continuous 
cooperation between researchers and community participants. Ongoing improvement is the goal, 
allowing those involved as the main change agents to be active in monitoring and reinforcing that 
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improvement. The PAR process aims to consult with a wide sample of community members, to 
facilitate the planning and implementation, and review of agreed upon action, a process that fits 
well with community taking responsibility for the inclusion of all of its members. This process aligns 
well as relevant to the implementation of CBR in Australia and appears useful as a means of 
engaging Aboriginal People with mental health disabilities in their own rehabilitation. 
Whilst PAR has been advocated for use in research with marginalised, rural and remote and 
Aboriginal Peoples, its application in an Australian context has been limited as has its application 
with people with mental health issues. In Australia, this research methodology has been used by 
nursing staff to explore and evaluate mental health practice in an Australian rural paediatric unit and 
in the promotion of health among older Australians. Internationally, PAR has been used in Canada to 
determine key principles in culturally and community appropriate projects in Aboriginal 
communities, while PAR in an urban setting has been used to investigate the health education needs 
of diabetic patients and the learning needs of a wide range of medical and allied health professionals 
involved with delivery of health education.  
Despite higher rates of mental health problems, the use of relevant health and rehabilitation 
services is extremely low among Aboriginal People. This may lead to 
the erroneous assumption that disability services and supports are not needed. It has been 
suggested, however, that these assumptions may be more reflective of 
the lack of suitability of existing service models rather than diminished need. Indeed, it is suggested 
that urgent attention is required to make services more sensitive to the cultural and social needs of 
Aboriginal People, possibly through direct involvement in decision making. 
What is the most appropriate and culturally relevant community-based service model for Aboriginal 
adults and children with a mental health condition and their families and carers and how can this 
model be integrated into communities? How can it be applied to the NDIS? 
PAR methodology was chosen as the most appropriate approach to gain insight into this question, 
using research processes that necessitated community participation and systematically working 
towards a solution or outcome that is owned by that community. Inherent to the selection of this 
methodology was the assumption that relevant and valued outcomes could only evolve using active 
consultation with community members, ensuring that participating communities could benefit from 
their participation throughout and after the project. These outcomes needed to emerge not only 
during any given project such as the roll-out of the NDIS project but had to be sustainable within the 
communities and by the communities following the project. 
The PAR approach could be used to explore the factors affecting service utilisation for Aboriginal 
People with mental health issues and their families/carers, ensuring maximum community 
consultation, engagement and consequently more relevant outcomes for each participating 
community. This process can also be used to initiate discussions and exploration of possible service 
models through inviting community participation, providing initial information and consultations, 
and proceeding only after each community had decided to actively participate, thereby ensuring 
community ownership of the planned actions. 
Active participation by communities is essential to both the process and outcomes. Self selection 
was achieved by inviting community participation through contacting key Aboriginal organisations 
and services and known individuals within communities. This process also allowed communities to 
define themselves, as being geographic, kinship or other community types.  
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The decision to proceed with participation in any NDIS project should be made by community 
members (key stakeholders) through identification of mental health as a priority issue, due to 
awareness and knowledge of affected community members. Communities that chose not to proceed 
would be given other priorities at that time. 
The ways in which the PAR approach to rehabilitation moves from traditional community 
rehabilitation service provision to true partnership in the spirit of CBR is a delight to observe. 
The Planning stage of PAR involves extensive formal and documented discussions regarding 
perceived problem/s and necessary actions, through individual interviews, small groups and focus 
groups. This was achieved through both formal and informal means. Prior to communities being 
invited to participate in the NDIS, planning should occur in consultation with peak health 
organisations, such as Aboriginal Health organisation, and key stakeholder groups, such as 
community-based Aboriginal Elder, youth and disability services. From these consultations, an initial 
plan could be developed, including the need to employ a local project worker/s in each participating 
community, a model consistent with and supported by culturally safe health practices, similar to the 
use of Aboriginal Mental Health Workers. 
First level contact with Aboriginal Mental Health Workers gives Indigenous people some cultural 
safety and they usually feel more comfortable relating to another Indigenous person.  Cultural safety 
refers to an environment where clients, families/carers and community members have health care 
choices and their values and attitudes respected. Local workers can be employed part-time in each 
community to work with the project leaders who were considered external to these communities. 
Communities visited during this research fully supported the use of a local workers. 
Planning would also occurred through the establishment and ongoing involvement of an Expert 
Advisory Group, including invited members from a range of Aboriginal, disability, health and 
academic organisations, who provided advice and consultation to the NDIS team throughout the first 
two years of the roll-out. This group would consist of people external to communities who could 
support the initiative inside communities with resources and advice that were not freely available 
within the small communities participating. 
Planning with communities needs to involve monthly community meetings and individual meetings 
with key stakeholders to consult about the current situation for individuals with mental health issues 
and their carers/families, and their needs. These meetings also provide an opportunity to clarify and 
define ‘mental illness’ and ‘mental health’ and to explain the PAR process, using a diagram, 
illustrations with appropriate cultural sensitivities and discussion, enabling the NDIS leaders to 
confirm understanding among participants and support the development of community 
understanding about CBR and PAR frameworks.   
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Outcomes from Focus Groups 
The aim of Part 4 is to report on the outcomes of the various Focus Groups and Personal 
Communications at various locations in the Kimberley, Pilbara and Gascoyne. 
Yarning Groups in the Kimberley Region, WA 
Visit to Bidyadanga Indigenous Community 18th 
February 2013 
The Bidyadanga Community is two hours drive south of Broome. It is a community of 
approximately 650 people. It is an alcohol free community with secondary, primary and pre-
school available to children and young people. There is a police station at the community. There 
are a number of people in this location who have major mental health disability issues. It has 
also been identified as a high risk suicide location in recent years particular for young men. Two 
of the carers that attended the meeting had young people who had suicided in the last three 
years. Fifteen carers attended this meeting and were wonderfully articulate in being able to 
express their needs and frustrations. 
Issues Identified at the Meeting 
 In relation to mental health disability resources in the region the group identified that postcodes 
were often misleading. The Mental Health Commission (WA) and the WA Department of Health 
and other Government agencies often identify that resources are available to people in the 
community because that is what the health data indicates on the basis of postcodes. 
Government agencies constantly fail to understand that because resources are allocated to 
particular rural and remote areas, identified by postcodes, those resources still might be 
inaccessible to people in the Kimberley. The service or resource may be 4 hours away and many 
people do not have independent transport.  
 
 A lack of information, failure to translate vital information into local languages and the fact that 
transport to services is still a major barrier are issues that often create great difficulties to carers 
of people with serious mental healthy disabilities. There was a view that visiting support services 
needed to be supplemented or replaced by Indigenous people actually trained, employed and 
located inside the remote communities. This was a common theme articulated by many in 
Indigenous communities. 
 
 Carers, unanimously, often felt under-trained and lacking support from regional mental health 
disability services, the mental health teams, and NGOs for their carer roles. Arafmi’s role was 
very much valued but needed to be dramatically expanded with more support workers and 
more remote communities visited on a more regular basis. Funding is an issue here that needs to 
be addressed urgently.  
 
 There was a need expressed by people in the community for improving the on- the-ground skills 
for carers and families. Dependency on visiting support services was unrealistic and could 
constitute a risk factor for people with a mental illness and their carers and families. Infrequent 
38 
 
clinical visits contribute to the continuity of care. People need to be trained and given skills 
inside communities with backup from the outside. 
 
 Community members, on the ground, needed the skills to manage both day to day and crisis 
situations with the support of other professionals using technological links and local area 
coordination. This has very important implications for the roll-out of the NDIS. NDIS 
representatives need to be employed inside the communities not left to NGO’s in Regional 
Centres that would only visit communities infrequently. Local people need to be involved in 
person centred planning, and the administration of the NDIS. NGO’s need to employ people 
inside the communities, not just service them from the outside. 
 
 The two suicides at this community in the last three years created a great deal of shame and 
self-recrimination by carers and families who blamed themselves for not having enough 
knowledge and skills to off-set the issues for the young people concerned. One of the suicides, 
an 18 year old, had had significant problems from the age of 15-16 but never got adequate 
support from a community based perspective because people just did not know what to do. 
Nobody bothered to involve them adequately to support this young man. Apart from infrequent 
clinical contact nothing was done to strengthen the carers and family and community of this boy 
that may have saved him in the end. The government needs to have faith in people in the 
communities to operate the NDIS from within communities not on the basis of management 
from regional centres. 
 
 Carers and families of people with severe mental illness need an opportunity to work closer with 
mental health disability professionals and support agencies. They should be seen as part of the 
‘team’.  
 
 Traditional methods of healing need to be integrated into the caring process. It needs to be 
ascertained whether a person is mentally ill (in the western sense) or is being “Sung” in the 
culturally traditional sense. Being “sung” can only be determined by a Law Man. Clinicians and 
others need to ask the question (of families and carers) before assessing a mental health 
disability patient if the person is being “sung” or there are ‘shame’ or ‘sorry’ issues for the 
person. If they are being ‘sung’ the Law Man needs to be involved first before any other 
diagnostic work is undertaken. This is an important and essential cultural protocol that needs to 
be respected, but seldom is. If this protocol is not met it may mean that the community may 
exclude the person with the mental illness.  
 
 A truly integrated mental health disability support initiative or an NDIS need to include 
traditional health and intervention practices. NDIS and Mental health disability professionals 
need to take this on board if they want to initiate effective interventions and promote services. 
To successfully operationalize the NDIS in these areas, similar protocols need to be integrated 
into that system. 
 
 Police are often involved in mental health disability issues and extreme behaviours because 
there is a lack of appropriate support and expertise available in the community at that time. This 
often means that young people with a mental illness often find their way into the youth justice 
system as a result of poor support strategies within the community.  People with psychiatric 
disabilities would be highly disadvantaged and at risk if the NDIS did not take this potentiality 
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into account. NDIS needs to have expertise and support on the ground in communities not 
several hours away. People in Indigenous remote communities need to receive training and 
employment by the NDIS. 
 
 A 14 year old boy, whose mother died, became mentally ill with grief and loss. Although he was 
assessed by a mental health disability professional who diagnosed depression, there was no 
community support skills give to anyone to assist this boy through his grief and anger. The 
community was sidelined. His carer and family did not know what to do. Carers need skills to 
support their focus person. This lack of adequate support resulted in this boy self harming and 
his symptoms escalating. People with disabilities need localised skills and support between 
appointments with health professionals and, in the future, NDIS advisors and visitors. NDIS 
personnel need to be located within communities not serviced from afar on an infrequent basis 
where rapport and protocol is rarely established.  
 
 Carers felt that clinicians and others did not include them in the processes of history taking, 
diagnosis and on-going management. The excuse of ‘confidentiality’ was often brought up as a 
reason not to be inclusive of family and carers. This is a high risk policy particularly in remote 
communities. The NDIS needs a fresh approach to the issue of confidentiality and the inclusion 
of carers and family particularly in a ‘person centred approach’ when assessing the needs of 
people with mental health disabilities. 
 
 Carers identified their own mental health disability issues and what that meant to the focus 
person. Many of the carers present attested to the fact that a lack of support for their role and 
the sometimes extreme behaviour of their focus person caused them a great deal of unresolved 
stress and mental health disability anguish. Much of this had been going on for many years. They 
were also able to openly identify the fact that they too had mental health disability or other 
health issues that compounded issues for the focus person and the community as a whole. 
 
 Young people’s mental health disability associated with lack of age appropriate activities, poor 
mental stimulation and unemployment and drug and alcohol problems were a matter of great 
concern to carers and family members at the meeting. Carers stated that they could see young 
people ‘getting worse’ over time. There were no opportunities to get young people away from 
the limited opportunities and focus of the remote communities. “They need an opportunity to 
see the world outside of here…to go to Perth and see other people and other ways of living”. The 
NDIS will need to factor this issue into people’s individualised person centred planning. People 
with any type of disability need to feel they are part of a wider community and country and have 
opportunities like everyone else. 
 
 One Indigenous woman said that her daughter who is currently in prison and who has a 
significant mental health disability will be released soon and she does not know how she is going 
to handle her when she comes back into the community. She said that as a carer she needs 
training and access to information and support, even if that support was on the phone on a 
regular basis. 
 
 Mental health disabilities and other issues associated with people being at risk of mental ill-
health were not being addressed from the outset so they got worse over time. 
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 The NDIS cannot be managed from Broome or any other of the larger centres; it has to be 
managed from within the community itself. Perhaps there can be a local coordinator/service 
provider in Broome or wherever; however people need to be employed in remote communities 
to manage the NDIS for people caring for psychiatric disabilities. Management by distance of the 
NDIS will not work for remote communities wherever they are located in Australia. 
 
 Psychiatric disability is very different from other disabilities because of the dynamic nature of 
mental illness which can change from day to day and often results in very challenging 
behavioural episodes. 
 
 The NDIS need to adopt a person centred approach with planning sessions involving both carers 
and family members. During the adoption of any NDIS programs or arrangements, carers insist 
that they are fully inform about what is happening and that the issue of confidentiality is not 
cited as an excuse for lack of inclusion and information. Cares and family members are at the 
‘coal face’ especially in remote areas and need to be fully involved in all processes. 
 
 All information given out by the NDIS needs to be translated into appropriate and auditory 
Indigenous language presentations. A sound/visual CD has much more impact than brochures. 
The group wanted to remind the government that for many Indigenous people with disabilities, 
English is their second or third language. 
 
Meeting of Broome Services Providers 19th February 
2013 
The following service providers attended this meeting in Broome. There were 17 people present 
from the following organisations: 
 Kimberley Mental health disability Drug Service (KMHDS) 
 Mabu Liyan 
 Marnja Jarndu (Domestic Violence Centre) 
 Centre care 
 Centre link 
 Anglicare 
 Recovery centre 
 Boab Health (counselling and support service) 
 DCP 
 Kimberley Personnel  
 Commonwealth Respite Carelink 
 KIFSA 
Issues Identified at the Meeting 
Participants made the following comments: 
 Carers and families are far too often left to manage extreme behaviours without training, 
professional information and back-up. This leads to community fragmentation and violence 
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often involving police. NDIS needs to be based in communities and not left to a single service 
provider making infrequent visits. The structure needs to be within the community not from 
the outside. 
 
 Many carers have major mental health disability issues themselves which they need to 
address. But who cares for the carers? Carers need an opportunity to meet together on a 
regular basis. They need to create their own identity and support network within the 
Kimberley. 
 
 Mental health NGOs in the Kimberley do not meet on a regular basis therefore the 
communication is very poor. 
 
 Providing appropriate housing for people with mental health disability is an absolute 
priority. The resource and mining industries have effectively excluded local people, who are 
highly disadvantaged, from affordable and adequate housing options. This single factor 
contributes more than most to the sustainability of mental illness in the community together 
with the linked issues of alcohol and other drugs. The NDIS needs to recognise the social 
determinants of mental illness and factor those into any models of NDIS service provision. 
 
 Inter-generational mental illness, given the social structure of Indigenous communities, is a 
major contributing factor to take into account in working with people with psychiatric 
disabilities in communities. This cannot be managed by monthly visits it has to be addressed 
by trained people within communities on a regular basis. Support organisations recognise 
this but do not have the resources to make changes to the structure of their service 
deliveries. 
 
 The creation of social capital capacity building around mental health disability in Indigenous 
communities is imperative if the status quo is to change for the better. 
 
 Service providers admitted that going out to communities once a month or six weeks cannot 
possibly establish the rapport and the social and cultural links and trust required to 
effectively work with people with psychiatric disabilities. The NDIS should not adopt this 
model of service delivery. 
 
 Some people with disabilities have 4-5 service providers who often ‘fall over themselves’ to 
engage with their clients. This over servicing is often very confusing for carers and families of 
people with psychiatric disabilities. The NDIS will need to undertake an exhaustive audit to 
determine the status of individual people with psychiatric disability and the needs of carers 
and families. This audit need to take place before any person centred planning can take 
place. 
 
 The service providers were very concerned about ‘Foetal alcohol syndrome and related 
disorders’ (FASARD) in the Kimberley. Significant numbers of children suffer from this 
condition in the Kimberley which often manifests itself in difficult to manage behavioural 
and mental health disability conditions, educational problems and a failure to thrive 
physically, and emotionally. Grandparents and others outside the family are often the 
people who become the carers in these difficult situations. They themselves become a 
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vulnerable group requiring support and information. There is very little opportunity for 
respite.  The NDIS needs to take this into account when assessing needs. There are also 
numerous reports of trained nurses and teachers not coping with these children, carers and 
families. Many of these disabled children have very challenging behaviours that tend to 
stress the community as a whole. This may result in punitive responses and the involvement 
of police and Corrective Services. There are high numbers of Indigenous young men in WA 
Prisons with brain damage and mental health disability issues. There is a lack of disability 
coordination in the Kimberley concerning this issue that the NDIS will need to address 
urgently. 
 
 In relation to local provision for coordination for disabilities in the Kimberley there is only, 
currently, one coordinator in Broome, one in Derby and one in Fitzroy Crossing. All service 
providers saw this as hopelessly inadequate. Again service providers see great potential for 
training people who live in the communities to take on many of these important roles. 
 
 The NDIS will require a new model of service delivery in these areas if it is going to have an 
effective impact. Having people resident in the communities would be a way of achieving 
this. The NDIS needs to become a one-stop-shop in the communities staffed by local and 
familiar people. Having a visiting NDIS representative calling into communities once every 
two or three months would be a disaster for people with disabilities. Issues about psychiatric 
disabilities arise on a daily basis and need to be addressed in a timely manner. 
 
 Carers and families are sometimes under attack from other members of the community 
because they cannot find information, support or other services for people with psychiatric 
disabilities who are displaying extreme and confronting behaviours and annoying others. 
 
 The NDIS proposed roll-out presents an opportunity for the Government to establish a new 
model of service delivery which is outside of the traditional ‘service model’. This should 
recognise the unique part that carers and families play in the support and rehabilitation of 
people with mental health disability disabilities inside Indigenous communities and in other 
places. 
Meeting with Carers in Broome 19th February 2013 
 
There were 14 Carers that attended this meeting, 12 women and two men. All these carers 
had children or grandchildren with persistent mental health disability problems. Their 
comments and observations were as follows: 
Issues Identified at the Meeting 
 
 One carer described herself as ‘battle weary’ stating that all carers and families in 
Broome had to cope when the hospital and other services close at 5pm or on weekends. 
The group agreed that this is undermining the mental health disability of carers and 
families of people with psychiatric disability. In a practical way the NDIS, once 
established, would need to make provision in its service delivery for out of hours 
support and respite. Carers and families feel very vulnerable in supporting focus people 
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after hours and believe it is at this time that families, carers and whole communities 
become unstable and are vulnerable themselves to mental health disability conditions.  
 
 Carers and families had little or no training in their particular roles which contributes 
directly to the acuity of mental health disability problems within families and the focus 
person. When the NDIS is introduced this needs to change or the program will fail. 
Carers and families need training in understanding the actual mental illness their focus 
person is experiencing, how to de-escalate extreme behavioural responses, what to do 
in a crisis, how to occupy the focus person on a day-to-day basis, how to encourage 
independence in the focus person, how to share the responsibility of care, and when to 
seek professional help.  
 
 Carers and families need to be empowered through training, community based 
employment and validation of their roles especially by mental health professionals and 
the mental health system. Carers and families need acknowledgement for what they do 
and how they can improve their role. Through this process mental health professionals 
and service providers will be more highly respectful of what carers and families have to 
say and what they do. This will also result in recognition of the legitimate carer and 
familial roles in the psychosocial support of people with psychiatric disabilities. A whole 
of community response to mental illness is an important aspect that the NDIS needs to 
demonstrate is part of its value and belief system. Service delivery is not only about the 
individual with a psychiatric disability, but about social capacity building in Indigenous 
communities. 
 
 There is a lack of counselling support for Indigenous adolescents who live in Residential 
Colleges in Broome. Many of these young people board at the college 5 days per week 
and often come from communities where they have been exposed to extreme mental 
health disability issues and violence within the family or just in the street. These young 
carers are very vulnerable and many also have mental health disability issues as a result 
of exposure to family stress and extreme behaviours in their community. The NDIS not 
only needs to capture the needs of the focus person, carer and family but also the ripple 
affect that impacts on others. This could be achieved during the Person Centred 
Planning Sessions with the focus person, to also include others that are the unintended 
recipients of stress, anxiety, depression, anger and other behavioural responses. 
 
 As previously stated carers and families often do not know what to do with their people 
with psychiatric disabilities especially after hours when service provider personnel and 
hospitals are closed. Carers and families are often exposed to violence and threats from 
the person they are caring for with a psychiatric disability. There is a great deal of 
‘shame’ associated with these situations which tends to impact on the wider Indigenous 
community. There needs to be an activity based program located in each community 
which the NDIS supports through the individualised funding arrangements with focus 
people. In other words a small percentage of each person’s funding need to be allocated 
to resources in a special place within the community. This would need to be organised 
and managed by the community itself. 
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 This is a systemic issue that can only be addressed by the various agencies coordinating 
their time off during this period. People with disabilities cannot be left without support 
during these times nor should they be expected to because of regional leave 
considerations. According to the focus group, there are considerable numbers of suicide 
attempts and other self harming behaviours during this time. The NDIS need to 
encapsulate a 24/7 arrangement for most people with psychiatric disabilities in 
Indigenous communities.  
 
 The new recovery unit at the hospital comes across as too clinical and Indigenous people 
do not like it and do not want to go there. Carers and families were not consulted about 
the service or the ambience of the building. This is a clear guideline to the roll-out of the 
NDIS in as much as Indigenous people, especially carers and families expect to be 
consulted about all aspects of policies and arrangements around how people with 
psychiatric disabilities are supported. We ‘talk the talk but fail to walk the walk’ with 
carers and families. With the introduction of the NDIS Indigenous carers and families 
need to be genuinely involved from the outset, in a consultation and inclusive process. 
 
 Carers and family member of people with psychiatric disabilities find it exceedingly 
difficult financially to support their focus people when that person needs to go to Perth 
for specialist diagnosis and/or specialist care. The example was given by an Indigenous 
mother who has a son who needs regular reviews in Perth for his mental health 
disability condition. Three of her children have disabilities. When she needs to go to 
Perth with her son she also needs to take her other two children who require on-going 
support. This becomes a financial nightmare and causes the family a great deal of stress 
which often results in angry outbursts. These types of circumstances need to be factored 
in when the NDIS assessment is taking place. The financial burden on this mother was 
mostly beyond her ability to solve. The individualised funding aspect of the NDIS for the 
focus person also needs to take account of different family situations. 
Meeting with Mental Health Disability Team at 
Broome Hospital 19th February 2013 
Five members of the mental health disability team from Broome Hospital attended this meeting. The 
issues that were discussed included: 
Issues Identified at the Meeting 
 Identification that there was no designated Social Work position attached to the mental 
health unit at Broome Hospital. This had particular implications for carers and families 
who would use such a service frequently in normal circumstances. Carers and families 
often required the skills of a social worker to assist them in day to day management of 
people with psychiatric disabilities. Carers and families also experience mental health 
problems but are often not the focus of mental health teams. This is an issue that needs 
to be accommodated in some way by the NDIS. Ideally a whole of family/community 
approach is urgently required but is not possible because of lack of mental health 
resources on the ground. There may be potential to fund this through the individualised 
funding of the NDIS. 
45 
 
 
 The mental health staff identified that communication between mental health staff at the 
hospital and carers and family needs to improve and sometimes is very poor. This could 
be explored through formalising meetings of mental health disability staff and carers and 
families of people with a psychiatric disability on a regular basis. This would need to 
happen during the establishment of the NDIS in the Kimberley Region, so that it could 
inform the NDIS process. The way the NDIS network is established is critical to the NDIS 
success in the long term.  
 
 The mental health team was concerned that when the NDIS is rolled out they may miss 
something in relation to focus people’s needs. When to NDIS starts to assess individual 
focus people through some process of person centred planning, a comprehensive 
overview of the people in the focus person’s life needs to take place. This may involve an 
actual audit of all people in the focus person’s life and their role. These aspects of the 
focus person’s life may need to be funded either directly or indirectly by the NDIS. 
 
 The mental health team at the hospital identified a lack of housing as a major issue for 
people with psychiatric disabilities, carers and families that needed to be address in the 
Kimberley as a matter of great urgency. Lack of adequate housing and living 
arrangements constantly undermined the prognosis of people with a mental health 
disability condition. An aspect of accommodating people with psychiatric disabilities 
needs to be part of the NDIS equation in the short, medium and long term scope of this 
new initiative. This will require inter-agency partnerships and active coordination. 
 
 Succession planning need to be established in the mental health  clinical and non-clinical 
services in the Kimberley. There is a very high turn over of mental health staff and 
support services/people in the region. This creates instability of service delivery. Often 
people move on taking with them valuable local knowledge, rapport and respect which is 
not past onto the next worker. There is also little effort made to appropriately (in the 
Indigenous sense) integrate a new worker who is taking the place of someone who has 
moved on. This often causes disruption in communities in relation to trust and social and 
cultural protocols. The NDIS needs to have a sustainable base located within communities 
and not totally managed by visiting ‘professionals’. Continuity of support can better be 
achieved by people within the community who have local knowledge and ‘natural 
rapport’. 
 
 Local ‘ownership’ of programs and services is not openly encouraged by service 
providers. This needs to change. There is too much competition between service 
providers for clients and clients often end up with an inappropriate number of service 
providers. This need to be reconciled by NDIS during the roll-out process. This should be 
part of the auditing process previously mentioned. ‘Ownership’ of support programs 
results in greater commitment by the recipients. Some people with psychiatric disability 
have three to five service providers at the moment in the Kimberley. From the 
perspective of the carers and families this is very confusing and overwhelming. The 
person with the psychiatric disability often does not know who they are really talking to 
and which questions need to be directed at what person. 
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 Meetings between clinical teams and carers and families need to be formalised and there 
needs to be at least two public forums organisation annually so that all stakeholders can 
share issues and concerns. This would be particularly important with the introduction of 
the NDIS. 
 
  Carers and other family members sometimes have to absent themselves from paid 
employment to care for a person with a psychiatric disability. This caused financial 
hardship and stress. The NDIS needs to factor this in when making arrangements for 
carers and families of people with disability. Extra support people may be required from 
time to time. 
 
 Most of the people being seen for mental health issues at the mental health unit at 
Broome Hospital also have comorbid conditions such as acquired brain injury, alcohol 
and/or other drug abuse, heavy tobacco use, anger and violence issues, chronic physical 
health conditions, and nutritional deficits. All of these issues not only impact on the 
mental health disability team but also on carers and families, and of course the 
Indigenous communities as a whole.  In assessing any individual disability the NDIS in 
these regions are going to be confronted with multiple conditions and issues that will 
need to be factored in to any NDIS arrangements for people, carers and families. 
 
 The mental health team also identified their inability to visit remote communities on a 
regular basis. This is a resources issue they feel powerless to resolve. Their concern is that 
once the NDIS is established there will be unrealistic demands place on the mental health 
disability team because the client has indicated in their Plan that they need particular 
services which they are willing to purchase. Obviously the NDIS needs to fully consult 
with other services both State and Federal to ensure that if the services are being 
demanded there are resources to enable delivery. 
 
Yarning Groups in the Pilbara Region, WA 
Meeting with Carers, CEO of Bloodtree Aboriginal 
Corporation, Indigenous Support Workers, Drug and 
Alcohol Workers and Homeless Persons Coordinator 
at Port Hedland 12th March 2013 
Issues Identified at the Meeting 
The following information was gathered from this focus group and speaking with individuals on a 
one-to-one basis; 
 Appropriate housing for people with mental health disability issues is an urgent matter. 
The current waiting list in Port Hedland is 7-8 years. Housing people with mental health 
disability issues and their carers is very problematic. Housing providers often discriminate 
against people with mental health disability problems. Stigma is a major issue in Port 
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Hedland for the entire community. People who have a mental illness need support in the 
transition period of going into a new home and also on-going support whilst they are in 
their new home.  Accordingly, homelessness for people with a psychiatric disability is a 
major problem in Port Hedland and South Hedland. 
 
 Community based mental health disability support programs such as PHaMS are non-
existent in this region. Support for Indigenous people with mental health disability 
conditions and their carers is extremely problematic. Lack of support means mental 
health  conditions are developing in carers and families as a result of stress and an 
inability to help their loved one with the mental illness and their extreme behaviour. 
 
 There are many people with suspected and diagnosed mental illnesses wandering the 
streets, homeless in Port Hedland and South Hedland. There appears to be a high 
prevalence and incidence of schizophrenia in this area. A combination of mental illness 
and homelessness also involves alcohol and other drug abuse and problematic behaviour. 
This often results in incarceration by the police or at best admission to a local hospital. 
However on discharge these people are being discharged back into homelessness again. 
The NDIS will need to address issues where the person with the disability is also 
homeless. How do you address needs in these circumstances? 
 
 Housing providers in the Pilbara on the whole do not understand the needs of people 
with mental health disability disabilities and housing. The type of approaches that exist in 
Independent Living Initiatives seems not be on the agenda for this region. Housing 
providers are resistant to accommodating people with a mental illness and their carers. 
 
 People with mental illness and their carers that are accommodated in state housing are 
often left with absolutely no supports and people wonder why these arrangements break 
down. 
 
 There are no designated mental health beds at the Port Hedland Hospital. People who 
are very problematic are either locked up by the police or send to Graylands Hospital in 
Perth. Both these alternatives are completely unsatisfactory. The mental health team is 
under-resourced and fails to keep abreast with referral rates. They are often reduced to 
attending to crisis situations only. 
 
 The mental health team is reduced to jumping from one crisis to another. The NDIS is 
going to find great difficulty in servicing clients and carers and families because of the 
lack of support services on the ground. How does one develop a Person Centred Plan 
with people, carers and families when there are so little options in relation to community 
support? 
 The funding of any NDIS Plan for any individual, carer and family must take into account a 
CPI factor of approximately 37% for this region. This will have implications for funding the 
NDIS and other supports in this location.  
 There is very poor public transport in the Pilbara including centres like Port Hedland and 
South Hedland. “One of our people missed the bus travelling from South Hedland to 
Port Hedland and had to wait three hours for the next bus in the sun”. (Personal 
communication). 
48 
 
 
 There is no coordination or formalised network among the 28 NGOs in this region. Many 
people are caught in gaps between services or are over serviced or have no services. 
Carers in particular find it almost impossible to navigate through these service deliveries 
and achieve what is best for the person they are caring for. This again demonstrates 
perhaps the need for the NDIS to conduct some form of audit of services being used by 
people and carers before NDIS plans are drawn up. A line needs to be drawn in the sand 
and a new start created for most people in this region. 
 
 People in the group identified violence between the person with the psychiatric disability 
and their carer/family as a major issue. It was thought to be symptomatic of the lack of 
training of carers and family members, very poor community support and a lack of 
resources and mental health disability social capital in both the towns and the remote 
communities. There seems to be some direct evidence that violence within families 
where there is a person with a mental illness creates shame, blame and rejection of all 
family members and carers. These people then end up on the fringes of their own 
communities and also marginalised from the mainstream society. 
 
 Most people with a mental health disability, their carers and the families are dislocated 
from both Indigenous and non-Indigenous cultures. They are disengaged from services 
unless there is a crisis which requires attention. Once the crisis is over then the service 
stops so that it might address another crisis for someone else. People with mental health 
disability are excluded or at least not included which results in a significant alienated 
group in the community. The NDIS needs to address the major issue of inclusiveness; 
connecting people with a mental health disability to ordinary places and ordinary people. 
This needs to be part of any Person Centred Plan and individualised funding. 
 
 A lack of social capita and capacity in communities is creating mental health disability 
problems in this region. Lack of adequate housing, for example, forces extended families 
to live together. There are families of 12-17 people including children living in a two and 
three bedroom houses full of mattresses. This creates incredible challenges for carers. 
Carers often become unwell themselves in these circumstances. 
 
 When people with mental health disability conditions are returned from being 
hospitalised in Graylands Hospital at Perth there is often no plan in place for a 
therapeutic transition and reintegration back into country and carers and families. People 
often just arrive by at the airport with very little notice and no information and no 
discharge plan. Most importantly there is no community based mental health disability 
support organisation in place to receive these people, some of whom are young people. 
Carers find this an impossible situation which often breaks down. In these circumstances 
people are just returned to Graylands or are arrested for behavioural problems and 
incarcerated. The NDIS will need to address these issues when drawing up individualised 
plans and funding arrangements. This will be imperative if the spirit of the NDIS to be 
achieved. 
 
 Respite is in great demand. The lack of it is causing carers to put themselves at risk of 
increasing mental health disability issues. There is evidence of this in Port Hedland. 
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Respite also needs to include brief breaks during the week so that carers can attend their 
own appointments and do something on their own. 
 
 There seems to be an increase in numbers of elderly carers in the region. This 
phenomenon centres on grandmothers being asked to step in to care for grandchildren if 
their children cannot cope or if the grandchild, sometimes an adolescent, has mental 
health disability problems and his/her parents cannot cope. These carers are mostly not 
paid, not trained and are totally unsupported. 
 
 There is no formalised link between carers and mental health disability staff at the 
hospital. Carers believe they are treated like second class citizens. The exchange of 
information is very poor in both directions. The issue of ‘confidentiality’ needs to be 
resolved as it is counter-productive.  
 
 Carers need to meet on a regular basis to discuss issue of mutual concerns and get 
support from other carers. Many carers feel isolated and not supported. They are also 
not empowered for they believe what they have to offer is not valued by others, 
especially clinicians.  
 
 There needs to be a public meeting about how mental health disability issues are 
managed in the Pilbara especially in Port Hedland and South Hedland. There appears to 
be no systemic structure and the system just lurches from one unresolved issue to the 
next. The follow up of people who first present with a mental health disability condition 
are rarely followed up. People are not encouraged to have further appointments or 
patients are disinclined to attend because of cultural issues or a lack of transport.  
 
Yarning Groups in the Gascoyne Region (WA) 
Meeting of Metal Health Carers in Carnarvon 25th 
March 2013 
There were thirteen (13) Carers attended the meeting at Carnarvon and two consumers. There 
following comments were made by the group. 
Issues Identified at the Meeting 
 There was an acute shortage of appropriate accommodation for people with mental 
illness and their carers. There was no priority list and the waiting time for a house was 
approximately 7 years. 
 
 The group was quite critical of the local mental health teams which they saw as not 
getting out into the community and meeting with people. Community members are not 
used to keeping appointments at a particular time. Services need to knock on people’s 
doors and engage with people in their own environments. Many workers do not have 
the confidence to do this. Why? Because they are fundamentally unfamiliar with 
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Indigenous culture and find it challenging to communicate. This is simple a lack of 
training and education. This will need to change when the NDIS is introduced. 
 
 Too many people in the community are being sent to Graylands Hospital in Perth for 
mental health disability assessments and treatment. Many of these people, with 
community based support and carer engagement could be supported in the local 
community. This would also be a much cheaper option. People need to be trained and 
employed in the community to fulfil this role. 
 
 When people with mental health disability issues and their carers move into housing 
there is no on-going support offered, as there is in urban areas so when people get 
frustrated or stress they damage their house. 
 
 Many people with mental illness do not have carers. They are mostly living on the street 
or are in very over-crowded existing houses. 
 
 One carer, who was in attendance, with an autistic son aged about 10 years old, has no 
support on a one-on-one basis at the school. He now is resisting going to school, as he 
cannot cope in that environment without assistance and support. This would not 
happen in a metropolitan environment. 
 
 There appears to be lot of children in Carnarvon with special needs and mental health 
disability issues and behavioural problems that are not getting appropriate support and 
their carers are not able to appropriately support them because of a lack of support for 
carers and a lack of training and respite. 
 
 The side-effects of medication is not monitored and supported and often results in 
acting-out and severe behavioural problems which carers are unable to manage. They 
don’t have the skills and there is nobody to phone who can help. 
 
 Service organisations need to employ more Indigenous workers who need to be trained 
as mental health disability support workers in their communities. 
 
 ADHD medication is problematic; often being sold to others as an illicit drug trade. 
 
 There are no respite provisions in this community on a regular basis. 
 
 There is no support for people going to Court and often do not understand what is 
actually happening to them during the legal process. English in these areas can be a 
second or third language. 
 
 Mental health disability support for the community and especially carers is non-existent 
on the weekends and very sparse during the Christmas vacation. 
 
 Most people cannot afford an ambulance to ferry a person with a mental health 
disability episode to hospital. This distresses carers and families. 
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 Carers were extremely concerned about what happens to the person they are caring for 
when they die. Most of the carers are grannies looking after their children’s children 
most of whom are very challenging for older Indigenous people. Being elderly their 
resilience is diminished and therefore they are at high risk of mental health disability 
condition themselves especially anxiety and depressive disorders. 
 
 Because of a lack of appropriate mental health disability support services, in these 
areas, the police are often called upon to negotiate with out-of-control people with a 
mental illness and because there is a lack of resources, these people often end up in 
cells and then released back to nothing. 
 
 The NDIS needs to look at respite as a matter of urgency through person centred 
planning when the NDIS assessment process is operational. 
Meeting of Service Providers at Carnarvon 25th March 
2013 
There were six service providers in attendance at this meeting and their comments were as follows: 
Issues Identified at the Meeting 
 Waiting time for appropriate housing for people with a mental illness and their carers is 
very problematic and is contributing to people’s mental health disability conditions. 
There is no priority and no support for people with a mental illness and their housing 
needs and no advocates in place. 
 
 ‘Fusion Housing’ in Geraldton suggested a model that could be used in other 
communities for people with mental health disability and their carers. This is a 
supported accommodation facility using mental health disability support workers. 
 
 People caring for people with mental health disability in the community have no skills 
set and have never been offered training and support. 
 
 There are enthusiastic Indigenous people who could be trained in communities to act as 
mental health support workers and these people could be funded under the NDIS. 
 
 Respite is a major issue for people in communities and needs to be made a priority of 
the NDIS. “I am going crazy too with no support or understanding of what is happening 
to XXXX” (Indigenous woman caring for a 20 year old son who has a mental health 
disability). 
 
 There are two psychiatrists in Geraldton who do not make visits to other localities in the 
region. They should be encouraged to do so to enable them to understand the social 
determinants of mental illness in the communities. 
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 There is very little community-based support for consumers such as PHaMS programs. 
Cares support needs to be combined with services like PHaMS under the same roof 
operationalized by the same organisation. 
 
 There are no supports or activities for people with mental health disabilities after hours. 
This leads to boredom and ultimately frustration and anger 
 
 The referral pathways for people with disability generally and mental health disabilities 
specifically are very poor in the area. The GPs have very limited knowledge of local 
issues and resources, and there is no coordinated NGO network. There is not a regular 
meeting of mental health stakeholders in the region. NGO and Clinical services need to 
meet once per month. 
 
 The education and training of carers and families is a high priority so as to better 
manage acute episodes and behavioural outbursts.  
 
 Mental health clinical and non-clinical support services should be located on the same 
campus in Carnarvon so that pathways of referral and inter-agency communication can 
optimal. This is possible as there is accommodation available that is not being used. 
 
 The training and utilization of peer support workers in communities would be very 
useful. 
 
 Arafmi workers are well respected in Carnarvon but at an FTE of 0.7 their impact is 
minimal. 
 
 All police need to be trained in Mental Health First Aid. This could be undertaken by an 
NGO such as Arafmi. 
Telephone interview with the Clinical Nurse 
Practitioner at Burringurrah Remote Aboriginal 
Community out from Carnarvon Friday 22nd March 
2013 Prior to Visit 
Prior to the visit to this remote community there was a telephone hook-up with the nurse 
practitioner on site. The major issues that came out of this conversation were that: 
 
 There are major mental health disability issues for the people at this remote 
community. It is estimated by the Nurse Practitioner that 95% of residents have mental 
health disability issues which are related to sexual abuse, unemployment, drug and 
alcohol addictions, foetal alcohol syndrome, stolen generation depressive illnesses, grief 
and poverty and just a sense of hopelessness and lack of aspirations for the future. 
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 The mental health team from Carnarvon rarely visit and often delays of up to two 
months are experiences even when there is a specific request regarding an urgent case. 
 
 The governance of the community by a CEO and Board Members is always in disarray 
and often impacts on community members via a lack of service provision. There have 
been have been six CEOs in five years.  
 
 Twenty four children have been identified as exhibiting sexualised behaviours probably 
as a result of sexual abuse by local adolescents and adults. 
 
 There are many examples of children (24) with post-traumatic stress reactions. It is 
extremely difficult to get these children formally assessed by mental health and 
disability teams and there is no visiting psychiatrist. One serious case in particular there 
has been no action for several months. Carers are in a state of despair and need support 
and respite. 
 
 Employability is a major issue as a result of mainly alcohol abuse and addiction. Most of 
the alcohol abuse is simply a symptom of depression and a sense of hopelessness for 
the future. This is particularly the case in relationship to young men, but not exclusively. 
 
 The education of children with mental health disability conditions is very challenging for 
both teachers and carers. 
 
 Carers do not have any skills and require training and support. They do not identify as a 
group and therefore tend not to be supportive of one another. 
 
 There is evidence of a high frequency of self harming behaviours such as cutting arms. 
This is often stressed and/or anger related. 
Visit to Burringurrah remote community (population 
200) 26th March 2013 
Issues Identified at the Meetings and personal communications 
Because of the circumstances operating at the community the day of the visit it was necessary to 
interview individuals both carers and service providers on the ground. The following observations 
were made: 
 There is an urgent need for counselling services to be located at the community for an 
extended period (possible up to 12 months), so that the issues of sexual abuse, grieving, 
and acting out behaviours could be addressed. This CANNOT be achieved by a visiting 
psychologist/counsellor. Similar to the DCP worker that is on-site, the Department of 
Health needs to locate a professional within the community and NDIS need to identify 
an Indigenous worker within the community who can assist with this work. 
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 Women are very supportive of program development and changes at the community. 
There are plan for the development of a women’s group facilitated by the DCP worker. 
One of the male police officers has put his hand up to also coordinate a men’s group. 
This is an excellent example where serious issues confronting the community can 
potentially be solved within the community without the reliance on outside services 
that visit so infrequently. This could be coordinated and supported by an NGO. 
 
 There are significant numbers of psychiatric disabilities at the community that involve 
not only consumers but also carers. 
 
 There are many reported cases of rape, sexual abuse, and domestic violence. 
Indigenous women are very concerned for young women and young men. 
 
 The Department of Education counsellor visits the community school once per term. 
This is totally unacceptable given the serious issues for children and young people at the 
community. This is a complete waste of resources because it achieves nothing.  
 
 There is a DCP professional now living at the community on a two year contract who 
works almost exclusively on mandatory reporting issues. There is a great need for more 
preventative work and supportive counselling that cannot be delivered by DCP given 
other issues. People with mental illness and their carers mainly go unsupported. The 
circumstances facing this community induce mental illness and are a tragic example of 
the social determinates of mental illness. 
 
 The group suggested that Magistrate Sue Gordon recommendations made a vital 
mistake in not recommending, formally, mental health support for the 10 remote 
communities identified in her report. She recommended DCP intervention, police 
presence in communities and the Attorney Generals’ Department involvement. She did 
not think in terms of mental health support for either consumers and/or carers. 
 
  One carer, that was interviewed, was a young Indigenous man who has a wife with a 
serious mental illness. He is forced to take her to Carnarvon every time she has an acute 
episode which is several times a year. The trip to the hospital at Carnarvon takes nearly 
5 hours each way. This woman is rarely taken into hospital, just supplied with more 
medication or given a depot whilst she is there. The husband is just reassured and they 
are sent back to the community. This scenario is not unusual, and needs to be taken 
into account by the NDIS so that issues can be mostly solved on the ground inside the 
community with training and support.  
 
 Because the school has nearly 100% attendance it is the recommendation of the Nurse, 
Child Protection Worker, and carers that mental health prevention and protective 
behaviours should be a priority and taught at the school. This would at least address 
child and adolescent issues. 
 
 All carers that were interviewed said that carers need training and employment to 
support, monitor and prevent mental health episode in the community. Psychiatric 
disability cannot be managed by the NDIS from outside the community. It must be an 
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internal process with Indigenous people having the opportunity to develop skills in 
psychiatric disability support and monitoring. 
 
  There were many stories relayed by carers of children, adolescents and adults that did 
not have access to assessment. Many people remained undiagnosed and without 
treatment and community based psycho-social-educational support.  
 
 The NDIS will probably need to make a new start in relation to the assessment of needs 
of all people with disability in this community and others. This can only be achieved by 
using a comprehensive Person Centred Approach and individualised funding. The issues 
however remain that services and expertise are a long distance from all remote 
communities. There appears to be no other choice but to train people within the 
communities to manage, administer and offer support for people with psychiatric 
disabilities with NGO support that is immediately available using 21st century 
technology. The model of infrequent service visits needs to stop and some creative 
thinking put in place of what is possible to improve support deliveries.  
 
 The NDIS needs to train and employ Indigenous people in the communities to 
operationalize these support services outside of the governance of existing 
communities. 
 
 The issue of conflict between families and kin-groups will be a potential barrier to the 
introduction of the NDIS. This will need to be addressed by mediation and consultation 
by the NDIS. 
 
 The issue of confidentiality between people and families at the communities is a major 
issue that will need to be discussed in a culturally appropriate way by the NDIS. 
 
 All NDIS information literature will need to be in simple English and very visual in its 
presentation. People will not use phones there has to be someone with information in 
the community itself. 
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Discussion 
The aim of Part 5 is to present a thematic analysis of issues that have been prevalent throughout this 
ethnographic study.  
The major themes that have been consistent throughout the various interviews and focus groups 
include: 
 There are major mental health issues being experienced by Indigenous people in rural and 
remote Indigenous communities in WA and also towns like Broome, Carnarvon and Port 
Hedland. Carers and families struggle with their caring roles. From the research literature 
approximately 65% of carers also have mental health problems as a result of supporting a 
person with a mental illness. Carers and families need comprehensive support, training and 
a partnership arrangement with the NDIS. 
 
 Psychiatric disability amongst Indigenous people is a challenge for whole communities, 
families, carers, NGO service providers, hospitals and mental health teams. This situation is 
not just caused by a lack of mental health resources or the tyranny of distance although 
these are major contributing factors.  They are caused by how Indigenous mental health is 
constructed by non-Indigenous professionals and others such as policy makers and a 
framework which is treatment (medical) and service provision driven. A partnership 
arrangement needs to be forged between the NDIS and Indigenous carers and families. 
 
 The models of intervention, treatment and social support are inadequate and not radical 
enough to solve existing and potential challenges. There is also an unwillingness, still, to 
engage with Indigenous people in genuine partnerships, social inclusiveness and policy 
development and practice. There are major issues concerning the exclusion of carers and 
families in most processes of decision making. The NDIS must change this if they want 
people with psychiatric disabilities to receive an optimum service from the NDIS. 
 
 Governments are still imposing solutions from the outside, instead of creating infrastructure 
and support deliveries inside communities. The NDIS needs to partner with one NGO for the 
Kimberley, Pilbara and Gascoyne for the sake of optimal coordination and then employ 
Indigenous people to create the infrastructure of supports, administration and day-to-day 
practice. 
 
 Mental health data does not accurately identify the great difficulties of access in these 
remote areas in WA. Services may be identified as being available in particular postcodes but 
it still takes people 5 hours of travelling to access the service or the resources they require. 
Carers and families are often confronted with solving these issues at great person monetary 
expense and debilitating stress. 
 
 Services and resources are mostly found outside of rural and remote Indigenous 
communities instead of developing support and intervention infrastructure inside 
communities and employing Indigenous people to run these supports. The NDIS needs to 
adopt this model or it will fail like so many other service based deliveries externally delivered 
to Indigenous communities. 
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 There is a general lack of appropriately presented information about mental health disability 
for Indigenous people in these areas.  Carers and families lack up to date information 
presented in a culturally appropriate way. Indigenous people, and especially carers and 
families, need to be actively involved in the production of educational and information 
based media and other resources which is culturally appropriate and presented by and to 
Aboriginal People. 
 
 With the exception of Arafmi Indigenous carers and families often do not socially and 
culturally connect with the people who are offering services because there is a lack of 
consultation and acknowledgement of protocols are not adhered to, and visits are often 
weeks if not months apart. How can support be sustained under these circumstances? 
 
 There is a lack of inexpensive transport infrastructure to support Indigenous people 
accessing psychiatric disability services in the main centres. Carers struggle with the need to 
accompany their people with psychiatric disability to regional centres and/or Perth based 
clinical services. The NDIS will need to review this challenge and find a solution. 
 
 There is a complete lack of people in the communities trained to assist in day-to-day mental 
health issues and crises. Therefore people are forced to travel great distances to seek help, 
sometimes to be told there isn’t a problem and just to increase medication. There is a need 
for the NDIS to train and employ Indigenous support people inside communities (carers and 
families) so many of the issues can be solved at the community level for people with 
psychiatric disabilities. 
 
 Often resident nurses in remote communities are not trained in mental health interventions 
and support strategies, although they do their best. Carers and families are often not 
included in decision making. This frustrates carers because they want to know what to do in 
relation to day-to-day management and when there is a crisis. 
 
 There were many examples given, in this study, where serious cases of mental illness were 
not treated and/or not given community support because of a lack of accessible expertise 
and funding. There are inadequate reporting protocols and individualised clinical and 
community based supports. Carers and families are often just kept in the dark sometimes 
using confidentiality as an excuse. Confidentiality can often be the enemy of recovery. The 
NDIS will need to re-think this issue and negotiate it with consumers, carers and families. 
 
 There is often nobody within Indigenous communities who can identify worrying symptoms 
and cope with extreme behaviours and also have the ability to articulate these issues on the 
phone or via email to a mental health clinician, five hours away. The NDIS has to create 
internal structures managed by Indigenous people, with resourced backup from mental 
health professionals in regional centres. How can the NDIS meet the needs of Indigenous 
people if an infrastructure is not in place? This issue demands a seamless process. Carers 
and families need to have access to these supports and services. The NDIS will need to 
respond to these issues if the NDIS is going to address identified needs. 
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 Carers believe that they do not have the skills to cope with people with mental health 
disabilities. There are no skills inside remote communities to cope with everyday problems. 
Cares and families, in all locations, are asking for training and support. The NDIS needs to 
factor this in when the scheme is rolled out. 
 
 When the needs of people with a psychiatric disability are assessed and identified, where 
and how can these needs be met in such isolated areas? Many of these needs could be met, 
inside communities, instead of just resourcing regional centres. This will require training and 
educating people actually living in the communities. An NGO needs to be engaged to 
achieved training and education in Indigenous communities. This is an excellent social capital 
investment in the future. It is important that one single mental health carer NGO is 
appointed to assist with the implementation and management of the NDIS by employing and 
training and supporting Indigenous people in that process. This could be coordinated by one 
NGO supporting the NDIS in the Kimberly, Pilbara and Gascoyne. 
 
 The model of service delivery for the NDIS in rural and remote Indigenous communities in 
WA probably needs to be a combination of visiting local coordination support services (a 
carer mental health NGO) together with, and highly supplemented by, Indigenous carers 
who live in the community and are trained, employed to do the work. Three training 
packages need to be considered; a Certificate IV in Mental Health Work, Mental Health First 
Aid and the Assist (suicide prevention) Program. Carers and family members were extremely 
keen to take on this training if it was available. 
 
 Carers and families need to be fully involved as genuine partners in the rollout and the 
sustainability of the NDIS, not just service recipients. Carers are both care recipients and 
care givers. This issue will need to be teased out by the NDIS from the outset. 
 
 As mentioned above, cares are service recipients and service providers. Partnerships 
between carers/families and the NDIS need to be the starting point. Without an equal 
partnership the NDIS will fail to provide support for people who are some of the most 
disadvantaged people in Australia. 
 
 Carers and families need to be fully involved as partners in the development of any Person 
Centred Planning and assessment of psychiatric disability needs. 
 
 Carers and families need to be genuinely seen as partners in the disability team, and 
respected as such. The lead for this should be the NDIS, clinical teams and psychosocial 
community based support organisations. Indigenous carers and/or a family representative 
need to be around all tables where a person with a psychiatric disability is being discussed 
and decisions made. Where it is possible, the focus person needs to attend all meetings 
concerning their future and day-to-day living. 
 
 Traditional practices need to be integrated into mental health assessment and support 
programs and protocols respected not just in a tokenistic and paternalistic way. These values 
and belief systems are important to Indigenous people. It is respectful and meaningful to 
include traditions in supporting Indigenous people with psychiatric disability. 
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 Indigenous people, and especially carers and families, understand that clinical services are 
important to helping people with mental illness but they also want their traditional beliefs 
and medicines to be incorporated in the process of treatment and support. This is entirely 
reasonable and holistic and can be accommodated.  
 
 The NDIS in relation to supporting the needs of people with psychiatric disabilities, their 
carers and families need to adopt a more inclusive and integrated approach to providing 
people with appropriate support in a holistic way. The NDIS will need to undertake a lot of 
preliminary task within communities to ensure the smooth passage of the introduction of 
the scheme. 
 
 The frequent failure of ‘service delivery models’ in Indigenous communities demands a new 
approach with the introduction of the NDIS. Community Based Rehabilitation (CBR) and 
Participatory Action Research (PAR) and excellent models to consider and should have a very 
high priority with the NDIS. 
 
 Indigenous people interviewed were fearful that they will find that the NDIS process will be 
too complicated and too confusing and it will just be ignored or rejected by the majority of 
Indigenous people. This is what has happened to a number of service models and programs 
in the north of Western Australia. The NDIS needs to draw a line in the sand with a fresh 
start and a new model. 
 
 The consumers, and carers and families of people with psychiatric disabilities need to ‘own’ 
the NDIS if it is to be successful. Bureaucrats need to understand this and implement the 
‘ownership’ process. This is best achieved through partnerships. We need to give people 
that opportunity if we want to achieve decent outcomes within the NDIS framework. 
“Ownership” means being involved from the outset in decision making and managing and 
operationalizing the scheme; working with, not working for. 
 
 Assessment of any psychiatric disability needs to be based on a Person Centred Planning 
(PCP) approach involving all the stakeholders. The focus person (if possible) needs to identify 
who will be involved in the process and who will not be involved. The person needs to be at 
centre of everything we do. Carers and families need to support this but also need to be 
involved in the process. 
 
 The centre of everything we do has to be the person with the psychiatric disability. The 
person, carers and family need to be part of the support teams. 
 
 Indigenous people want to be part of the clinical and non-clinical teams at all times and 
without exception. This is not unreasonable as long as clinical and support workers can get 
beyond there professional ego and be truly inclusive. Clinicians particularly need to ‘get 
down in the dust’ and communicate with Indigenous people in a way that is meaningful and 
productive, in their environment. 
 
 Clinical teams need to be more inclusive and open and have Indigenous people around the 
table when clinical issues are being discussed in the same ways as when social support 
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arrangements are being discussed. Clinicians may learn some valuable insights during this 
process. 
 
 The issues around confidentiality need to be revised so that carers and families can be 
included intimately in all processes. Confidentiality can be a barrier to recovery and can 
result in important people, in the life of people with psychiatric disability, being excluded 
resulting in a lack of knowledge and understanding. This in turn leads to not knowing how to 
respond to problematic symptoms and behaviours. 
 
 Carers and families are experiencing major issues with their own mental health which is 
mostly un-diagnosed and not supported on a day-to-day basis and with regular respite. This 
lack of arrangements is causing mental illness in Indigenous communities via contagion. 
When the NDIS is in the individual assessment phase this issue will need to be looked at very 
seriously and factored into the planning. 
 
 The social determinants of mental health disability need to be appreciated and incorporated 
into the planning for the NDIS especially in relation to meeting the diverse needs of people 
with a mental health disability, their carers and families. These factors may include 
unemployment, social alienation, financial issues, living stresses, grieving, historical issues, 
drug and alcohol addictions, ‘sorry’ issues, and many others.  
 
 The fact that many mental health issues are not addressed in these geographical locations 
means that acuity escalates until there is a crisis. The crisis is often dealt with by sending 
Indigenous people to Graylands Psychiatric Hospital in Perth. This puts great stress on the 
person concerned and their carers and families. These arrangements can contribute to 
mental illness and are often counter-productive. Cares and families are most often excluded 
from this decision making process or at least alternative options are not explored. The issue 
to send someone with a mental illness to Perth is sometimes made because of the 
unavailability of beds in regional hospitals not on clinical or community support 
considerations. The NDIS in terms of needs assessment needs to address this distressing 
issue. If appropriate supports were in place initially, perhaps the crisis would not have 
happened. This is an evidenced based rationale for this. 
 
 Housing was a major theme identified in the study. Most Indigenous people with a mental 
health disability and their carers do not have adequate and appropriate housing 
arrangements. There is a 7 year waiting list for state housing and there are no private 
alternatives because of the mining industry demands. In meeting the (housing) needs of 
people with psychiatric disabilities the NDIS will need to ensure that partnerships are in 
place and functioning. This is a primary need that will need to be addressed. 
 
 There are few supports available when people with a mental health disability move into a 
house and that often results, eventually, in eviction. As a result many of these people live on 
the streets with their mental illness. Some have been actually discharged from hospital into 
homelessness. Carers despair about this situation but are totally powerless to change it. The 
NDIS will have to address this as a major need of Indigenous people with psychiatric 
disabilities. Perhaps it is one of the highest needs that will need to be met. 
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 Inter-generational mental illness needs to be acknowledged by the NDIS and additional 
supports provided. This is part of the ‘cycle of poverty and welfare’. This is especially the 
case with children and young people. It would not be unusual for part or whole families to 
be in need of supported by the NDIS. 
 
 The NDIS needs to ensure that the establishment of the scheme also builds social capital in 
mental health in rural and remote communities. Mental health needs to be a whole of 
community initiative, not just based on individual assessment and needs. Carers and other 
leaders have a role to play here. 
 
 Infrequent service visits to remote communities do not allow the building of rapport and 
social and cultural protocols. This is another reason why the NDIS structure has to be 
established inside Indigenous communities not services driven from the outside. 
 
 In relation to the local provision for coordination for disabilities in these areas there is only, 
currently, one coordinator in Broome, one in Derby and one in Fitzroy Crossing. All service 
providers and carers saw this as hopelessly inadequate. Again service providers and carers 
see great potential for training people who live in the communities to take on many of these 
important roles and tasks. 
 
 Some people with disabilities have 4-5 service providers who often ‘fall over each other’ to 
engage with clients. This over servicing is often very confusing for the carer and families of 
people with psychiatric disabilities.  
 
 The NDIS will need to undertake an exhaustive audit to determine the status of individual 
people with psychiatric disability and the needs of carers and families. This audit needs to 
take place before any Person Centered Planning can take place. The NDIS will need to 
determine on an individual basis what services the person with a psychiatric disability is 
currently engaged with, whether they are relevant to needs and what the NDIS has to 
provide or improve on. 
 
 Service providers, in all areas, were very concerned about ‘Fetal Alcohol Syndrome and 
Related Disorders’ (FASARD). Significant numbers of children suffer from this condition in 
the Kimberley and Port Hedland that often manifests itself in difficult to manage behavioral 
and mental health disability conditions, educational problems and a failure to thrive 
physically, and emotionally. Grandparents and others outside the family are often the 
people who become the carers in these difficult situations. They themselves become a 
vulnerable group requiring support and information. There is no or very little opportunity for 
respite.  The NDIS needs to take this into account when assessing needs of the whole family 
and the community, as well as the individual. 
 
 Carers and families are sometimes under attacked from other members of the community 
because they cannot find information, support or other services for people with psychiatric 
disabilities who are displaying extreme and confronting behaviors and annoying others. 
There is a ‘shame’ issue here that often is not taken seriously but it is the source of much 
stress, depression and behavioral problems within Indigenous families. The NDIS needs to 
adopt a holistic approach to these matters and cater for needs.  
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 The NDIS proposed rollout presents an opportunity for government to establish a new 
model of support delivery which is outside of the traditional ‘service model’. This should 
recognize the unique part that carers and families play in the support and rehabilitation of 
people with mental health disabilities inside Indigenous communities and in other places. 
Carers and families want a different approach in place. 
 
 Several carers described themselves as ‘battle weary’ stating that all carers and families in 
Broome (and elsewhere) had to cope when the hospital and other services close at 5pm or 
on weekends and holidays. The group agreed that this is undermining the mental health of 
carers and families of people with psychiatric disability and the general Indigenous 
community. Mental illness in any community is not a 9am-5pm and Monday to Friday 
phenomena. At Christmas carers are often left with no, or very few, clinical supports for up 
to 4-6 weeks whilst mental health and hospital staff are on vacation.  
 
 Carers and families feel very vulnerable in supporting focus people after hours and believe it 
is at this time that families, carers and whole communities become unstable and are 
vulnerable themselves to mental health disability or out of control behaviours. 
 
 Carers and families had little or no training in their particular roles. Carers and families need 
training in understanding the actual mental illness their focus person is experiencing, how to 
de-escalate extreme behavioural responses, what to do in a crisis, how to occupy the focus 
person on a day-to-day basis, how to encourage independence in the focus person, how to 
share the responsibility of care, and when to seek professional help.  
 
 Carers and families need to be empowered through training, community based employment 
and validation of their roles especially by mental health disability professionals and the 
mental health disability system. There needs to be a partnership between the NDIS and the 
WA Mental Health Commission and a mental health carer NGO to ensure that carers and 
families are supported in Indigenous communities especially in remote areas. 
 
 There is a lack of counselling support for Indigenous adolescents who live in Residential 
Colleges. Many of these young people board at the colleges 5 days per week and often come 
from communities where they have been exposed to extreme mental health disability issues 
and violence within the family or just in the street. These young carers are very vulnerable 
and many also have mental health disability issues as a result of exposure to family stress 
and extreme behaviours in their community. The issues surrounding young carers needs to 
be examined by the NDIS. 
 
 The NDIS not only needs to capture the needs of the focus person, carer and family but also 
the ripple affect that impacts on others with Indigenous communities. This could be 
achieved during the Person Centred Planning Sessions with the focus person, to also include 
others that are the unintended recipients of stress, anxiety, depression, anger and other 
behavioural responses. 
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 The NDIS needs to have a sustainable base located within communities and not totally 
managed by visiting ‘professionals’. People within the community who have local knowledge 
and ‘natural rapport’ can better achieve continuity of support and best practice outcomes. 
 
 Service providers do not encourage local ‘ownership’ of programs and services. This needs 
to change. There is too much competition between service providers for clients and clients 
often end up with an inappropriate number of service providers. This needs to be reconciled 
by NDIS during the rollout and audit of needs process. 
 
 Carers and families are often exposed to violence and threats from the person they are 
caring for with a psychiatric disability. There is a great deal of ‘shame’ associated with these 
situations that tends to impact on the wider Indigenous community. Internal community 
supports need to be established under the NDIS to de-escalate these occurrences.  
 
 There needs to be an activity based program located in each community which the NDIS 
supports through the individualised funding arrangements with focus people. In other words 
a small percentage of each person’s funding need to be allocated to resources in a special 
place within the community. This would need to be organised and managed by the 
community itself. 
 
 A whole of community response to mental illness is an important aspect that the NDIS needs 
to demonstrate is part of its value and belief system. Service delivery is not only about the 
individual with a psychiatric disability, but about a whole of community approach in 
Indigenous communities. 
 
 People with mental health disability are excluded or at least not included which results in a 
significant alienated group in the community. The NDIS needs to address the major issue of 
inclusiveness; connecting people with a mental health disability to ordinary places and 
ordinary people. This needs to be part of any Person Centred Plan and individualised 
funding. 
 
 When people with mental health disability conditions are returned from being hospitalised 
in Graylands Hospital at Perth there is often no plan in place for a therapeutic transition and 
reintegration back into country and carers and families.  
 
 People who have been hospitalised in Perth often just arrive by at the airport with very little 
notice and no information and no discharge plan. Most importantly there is no community 
based mental health disability support organisation in place to receive these people, some of 
whom are young people. Carers find this an impossible situation that often breaks down. In 
these circumstances people are just returned to Graylands or are arrested for behavioural 
problems and incarcerated. 
 
 Magistrate Sue Gordon recommendations made a vital mistake in not recommending, 
formally, mental health support for the 10 remote communities identified in her report. She 
recommended DCP intervention, police presence in communities and the Attorney Generals’ 
Department involvement. She did not think in terms of mental health support for either 
consumers and/or carers. This needs to be re-addressed by the NDIS. 
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 There were many stories told by carers of children, adolescents and adults who did not have 
access to mental health assessment. Many people remained undiagnosed and without 
treatment and community based psycho-social-educational-employment support. Hopefully 
the NDIS can change this. 
 
 The NDIS will probably need to make a new start in relation to the assessment of needs of all 
people with disability in these communities and others. This can only be achieved by using a 
comprehensive Person Centred Approach and individualised funding assessment. The issues 
however remain that services and expertise are a long distance from all remote 
communities. There appears to be no other choice but to train people within the 
communities to manage, administer and offer support for people with psychiatric disabilities 
with NGO support that could be immediately available using 21st century technology. The 
model of infrequent service visits needs to stop and some creative thinking put in place of 
what is possible to improve support deliveries.  
Fini 
With the introduction of the NDIS government has a once in a generation opportunity to make 
significant and creative changes to the way people with psychiatric disabilities are provided with the 
supports they need. It is also an opportunity to include carers and families in a genuine partnership 
and get away from the old model of service recipient and provider. Models and arrangements of 
traditional service delivery need to be challenged and a new framework and administrative structure 
put in place that is inclusive of indigenous people in the management of such supports. Trained 
indigenous people need to be appointed inside indigenous communities to do the work and be less 
dependent on infrequent and sometimes poorly managed community visits by NGOs. 
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Conclusion 
The old service models of providing services on a visiting basis to rollout and sustain the NDIS will 
not work in rural and remote Aboriginal communities in Western Australia. These models lack 
inclusion, engagement, an adequate appreciation of Indigenous kinship, culture and social mores, 
traditional holistic approaches to psychiatric disabilities, and appropriate partnership arrangements.  
Services visiting every 4-6 weeks and sometimes more infrequently, fail to establish protocols and 
rapport and thereby have little impact both administratively and therapeutically. The only 
appropriate answer is to establish NDIS infrastructure and support people inside communities, 
employing Indigenous carers and family members to mostly meet the needs of people with 
psychiatric disabilities. A single NGO service provider, such as Arafmi, could offer training and on-
going support for these regions to help establish the mental health social capital and infrastructure 
with extra resources. 
The rollout and sustainability of the NDIS to Indigenous people particularly in the rural and remote 
communities in Western Australia will be challenging and will require a creative and innovative 
approach which radically departs from conventional thinking about ‘providing a service’. Indigenous 
people need to ‘own’ the NDIS from the outset and they can only do this by being made partners 
from the outset.  
Partnerships with Indigenous carers and families mean creating a form of infrastructure inside 
communities. This can be achieved by training, educating and engaging carers and family members 
about mental illness, suicide prevention, managing challenging situations, being able to identify 
when a family member is heading for a crisis and when to seek professional assistance to sustain 
that person within the community. Carers and families and other members of the community should 
be employed to undertake these tasks. 
The NDIS has to be highly flexible and engaging with the traditions and practices of Indigenous 
people. NDIS must do a great deal of preliminary work to achieve that.   Accordingly it is considered 
by the author that the Discussion section (thematic analysis), the Guidelines and Recommendations 
are the pivotal sections of this report. 
Finally, there was an overwhelming impression by visiting the various communities in this study that 
carers and families of people with psychiatric disabilities are experiencing major adversities in trying 
to fulfil their roles. With all their good intentions they find their task next to impossible. Carers and 
Families need support, respite, training and inclusion. They want to be legitimate partners with 
others in supporting their people with psychiatric disabilities. The National Disability Insurance 
Scheme will fail these highly disadvantaged people if it adopts a traditional service model. 
FINI 
AKH 
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Some Voices from Indigenous Communities 
“See the healthy mind is that you know, you have to be, your mind have to be clear within yourself, 
you know.” 
 “It’s the whole community; you’ve got to get them involved, if you don’t get them involved nothing 
will come out of it.” 
“… to holistically heal someone you need a whole community approach, one organization or one 
individual cannot deal with clients in isolation, they need to be dealt with by all people that have 
impact or affect on their lives … that’s the only true way you can heal someone of any affliction.” 
“To do true healing especially in this setting, like in this community, and it probably applies to any 
community, you need your whole community to heal this person you know, not just someone who’s 
been to university and comes out and prescribes drugs every fortnight. There’s got to be more.” 
“Grief and loss is big … especially here in the communities there’s no-one you can really talk to about 
grief and loss because a lot of people in the community, because they’re suffering a lot of these 
mental health problems as well and that’s only because of the environment they’re in. It’s not 
because of who they are. Yeah it’s really hard to find someone that you can talk to and share stuff 
like that with”. 
“I think they’re lonely of their loved ones you know, there is a lot of grief in our community and 
that’s where the loneliness come in. They you know they shut themselves away from other people 
you know and they just dwell on that missing, you know the, missing their ,you know, someone close 
and they withdraw from society, from family.” 
 
 
  
69 
 
Appendices 
APPENDIX A: RECOMMENDATIONS 
The aim of this section of the report is to make some recommendations that hopefully will make the 
introduction of the NDIS in rural and remote Indigenous communities a success with a much higher 
involvement and profile for both Indigenous carers and families of people with psychiatric 
disabilities. 
The recommendations will be presented in four sections individually informing; 
 DisabilityCare Australia, the National Disability Insurance Scheme 
  Service Providers 
 Carers and Families 
  Other Recommendations 
Recommendations applicable to the National 
Disability Insurance Scheme 
1. Because of kinship, social and cultural protocols, DisabilityCare Australia will need to rollout 
the NDIS on a community-by-community basis. Advisers need to be fully conversant with 
local processes or they will fail to communicate to the people who need the information. 
Remember, each community is different in relation to social and cultural beliefs and kinship 
arrangements. 
 
2. The guiding principles and information from the literature are very important aspect of this 
report. The way in which mental illness is socially and culturally constructed is extremely 
important to any organisation that aims to provide support services to Indigenous people. A 
failure to understand this construction will result in a failure to reach Indigenous people. 
There are so many examples of service failures where this has happened in rural and remote 
Western Australia. 
 
3. The NDIS proposed rollout presents an opportunity for Government to establish a new 
model of support delivery which is outside of the traditional ‘service model’. Government 
should enforce this. This approach should recognise the unique part that carers and families 
play in the support and rehabilitation of people with mental health disabilities inside 
Indigenous communities and in other places. 
 
4. Carers and families are desperate for better support, training and employment from the 
NDIS so that an NDIS infrastructure is established within communities not imposed from the 
outside. A new support model has to be adopted if the NDIS is going to flourish in rural and 
remote Indigenous communities. 
 
5. The NDIS framework should be highly flexible and based on person centred planning and 
adaptable to the wisdom of local kinship, social and cultural imperatives including traditional 
healing practices and belief systems. 
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6. The NDIS needs to tap into the complexities of Indigenous culture and expertise to identify 
practical solutions and innovative approaches. This can only be achieved on a community-by 
–community basis because each community is different.  
7. To achieve the integration of the NDIS, Indigenous people need to be at the centre of the 
planning, implementation, management and administration of the NDIS in remote 
Indigenous communities. The different constructions of mental health and illness require 
this inclusion. 
 
8. The NDIS needs to establish knowledge and expertise and infrastructure inside communities 
instead of using a service model delivery from the outside. The NDIS need to establish skills 
and expertise within communities not many hours away in selected localities that are mostly 
inaccessible to Indigenous people. 
 
9. The NDIS not only needs to rollout the scheme appropriately but in so doing needs to 
contribute to the mental health social capital and capacity in remote Indigenous 
communities. 
 
10. A person centred approach in the mapping of client needs is essential for it puts the person 
and carers and families at the centre of everything. Meeting individual needs of people with 
psychiatric disabilities will be challenging given the lack of options in remote Indigenous 
communities. DisabilityCare Australia needs to lead and insist on this change.  
 
11. The NDIS should make a new start in relation to the assessment of needs of all people with 
disability in these communities and others. This can only be achieved by using a 
comprehensive person centred approach and individualised funding. The issues however 
remain that services and expertise are a long distance from all remote communities. There is 
no other choice but to train people within the communities to manage, administer and offer 
support for people with psychiatric disabilities with NGO support that could be immediately 
available using 21st century technology (tele/video-conferencing, skype, emails, texting etc). 
The model of infrequent service visits needs to stop and some creative thinking put in place 
of what is possible to improve support deliveries.  
 
12. Guiding Principles and information gleaned from the literature, contained in this report, 
should inform the NDIS process about the protocols of how we need to approach Indigenous 
communities in relation to such an important scheme as the NDIS. People involved in the 
scheme need to be fully familiar with this vital information. Failure to do so will threaten the 
sustainability of the NDIS in rural and remote Indigenous communities. 
 
13.  Community based rehabilitation (CBR) and participatory action research (PAR) needs to be 
adopted by the NDIS if the scheme is to be successfully established and sustained. This is the 
alternative model to just ‘service provision’. CBR aims to build the capacity of all involved in 
a socially inclusive way, using community development strategies. It brings people together 
around a common goal, usually the improvement of quality of life and the decrease in 
mental health relapse. The process of rehabilitation within CBR more accurately reflects a 
partnership rather than service provision. 
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14. The NDIS will need to acknowledge there are serious mental health issues being experienced 
by Indigenous people in remote Western Australia and in towns like Broome, Carnarvon and 
Port Hedland. The provision of the NDIS will require an audit of the challenges before any 
implementation can take place. 
 
15. The NDIS needs to acknowledge that psychiatric disability is a challenge for whole 
communities, families, carers, NGO service providers, hospitals and mental health teams in 
rural and remote areas in Western Australia. This situation is not just caused by a lack of 
mental health resources or the tyranny of distance, although these are major contributing 
factors, they are mostly caused by an inability of authorities to form genuine partnerships 
with Indigenous communities and a lack of faith in Indigenous people to find solutions and 
manage the process themselves. 
 
16. There needs to be Indigenous people within communities who can identify worrying 
symptoms and cope with difficult behaviours of people with psychiatric disabilities, and also 
have the ability to articulate these issues on the phone/email/video-conferencing to a 
mental health clinician or support worker many hours away. The NDIS has to create 
structures managed by Indigenous people in remote communities.  
 
17. Carers need to be given the tools to cope with people with mental health disabilities. There 
are few skills inside remote communities to cope with everyday problems. Carers and 
families in all locations asked for training and support. The NDIS needs to factor this in when 
the scheme is rolled out to remote Indigenous communities. 
 
18. The NDIS in relation to supporting the needs of people with psychiatric disabilities and their 
carers and families needs to adopt a more inclusive and integrated approach to providing 
people with appropriate support in a holistic way. 
 
19. The situation where carers and family members experience major issues with their own 
mental health is mostly un-diagnosed and they are generally not supported on a day-to-day 
basis and with regular respite. These poor arrangements are causing mental illness in 
Indigenous communities. When the NDIS is in the individual assessment phase of people 
with mental health disabilities, this issue will need to be looked at very seriously and 
factored into the planning. 
 
20. The social determinants of mental health disability need to be appreciated and incorporated 
into the planning for the NDIS especially in relation to meeting the diverse needs of people 
with a mental health disability, their carers and families.  
 
21. Inter-department discussion of housing issues needs to become an important initiative as 
part of the NDIS priorities. Housing was a major theme identified in the study by all 
locations. Most Indigenous people with a mental health disability and their carers do not 
have adequate and appropriate housing arrangements. Many are homeless.  This 
contributes to mental health disability as a social determinant. 
 
22. Inter-generational mental illness needs to be acknowledged by the NDIS and additional 
supports provided. This is especially the case with children and young people. It will not be 
unusual for part or whole families to be eligible for NDIS mental health support. 
72 
 
 
23. The NDIS not only needs to capture the needs of the disabled person, carer and family but 
also the ripple affect that impacts on others. This could be achieved during person centred 
planning sessions with the disabled person, to also include others that are the unintended 
recipients of stress, anxiety, depression, anger and other behavioural responses. 
 
24. There needs to be an activity based program located in each community which the NDIS 
supports through the individualised funding arrangements with disabled people. In other 
words a percentage of each person’s funding need to be allocated to resources within the 
community. This would need to be organised and managed by the community itself. 
 
25. A whole of community response to mental illness is an important aspect that the NDIS needs 
to demonstrate is part of its value and belief system. Service delivery is not only about the 
individual with a psychiatric disability, but about a whole of community approach in 
Indigenous communities. 
 
26. People with mental health disability are excluded from community or at least not included 
which results in a significant alienated group in the community. The NDIS needs to address 
the major issue of inclusiveness; connecting people with a mental health disability to 
ordinary places and ordinary people. This needs to be part of any person centred plan and 
individualised funding. 
 
27. The NDIS undertake a comprehensive audit to determine the status of individual people with 
psychiatric disability and the needs of carers and families. This audit needs to take place 
before any person centred planning can take place 
Recommendations applicable to Service Providers 
1. A stand-alone ‘service provider model’ will not work for Indigenous people in remote areas 
of Western Australia. There has to be Indigenous ‘ownership’, the primary ingredient of 
‘inclusiveness’ and ‘connectedness’. Servicing people at these great distances on an irregular 
basis will not assist people with mental health disability in remote Indigenous communities. 
 
2. Service providers in the Kimberley, Pilbara and Gascoyne need to re-think their service 
models and replace them with a community rehabilitation support model inclusive of 
community mental health development that includes improving social capital and capacity in 
rural and remote areas. 
 
3. Providing an NDIS program in remote and regional Indigenous communities requires new 
innovative thinking with no reliance on the outmoded visiting service models. Community 
infrastructure needs to be established inside communities with local people in support roles. 
The service providers need to support these individual in the work they do inside the 
community.  
 
4. Service providers need to use more technology to improve their contacts with people in 
remote communities and train people on the ground that can assess and intervene in day-
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to-day issues and in crisis situations. The NDIS needs to fund such technology and train 
people to use it for the benefit of people living in these communities. 
 
5. Service providers need to see themselves as support and training organisation instead of 
providing the service themselves. Infrequent visits to regional and remote communities do 
not constitute a service. The funding could be better spent on a different model. 
 
6. Support services need to more fully understand how Indigenous people socially and 
culturally construct ‘mental illness’ and act accordingly. Western interpretation and 
constructs do not fit well in these communities. The approach of the NDIS in relation to 
Indigenous communities has to be radically different from non-Indigenous ones in this 
regard. 
 
7. Service providers need to encapsulate a consumer and carer focus, in the context of 
community and the continuity and integration of both community based support and clinical 
treatment all in the context of Indigenous values and belief systems. 
 
8. Service providers, whether community support or clinical services, must see themselves as 
‘partners’ with all stakeholders including the person with the disability, their carer, and the 
family. Service support organisations need to stop making independent decisions about 
people with a psychiatric disability and construct a more inclusive model that genuinely 
involves all stakeholders with equal power. The distribution of power in decision making 
with people with mental health disabilities is a central issue that need to be addressed 
through consultation and power sharing. 
 
 
9. The models of intervention, treatment and social support are inadequate and not radical 
enough to solve existing and potential challenges. There is also an unwillingness, still, to 
engage with Indigenous people in genuine partnerships, social inclusiveness and policy 
development. Most NGOs servicing Indigenous remote communities need to have a major 
review of their policies, procedures and service deliveries. The nature of their services does 
not differ very much from what they deliver to urban communities. Transferring a model 
from a city to a remote community is totally unacceptable.  
 
10. Indigenous people need to connect socially and culturally with the people who are offering 
NDIS support because if there is a lack of consultation, protocols may not be adhered to, and 
visits are often weeks if not months apart. 
 
11. People in remote Indigenous communities need to be trained by service providers to assist 
in day-to-day mental health issues and crises. At the moment people are forced to travel 
great distances to seek help at great personal and financial stress. 
 
12. The model of service delivery for the NDIS in rural and remote Indigenous communities in 
Western Australia needs to be a combination of visiting support services together with, and 
highly supplemented by, Indigenous people who live in the community and are trained and 
employed to do the work. 
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13. Indigenous leaders and Elders fear that the NDIS process will be too complicated and too 
confusing and it will just be ignored or rejected. This is what has happened to a number of 
services in the north of Western Australia. This will require creative approaches to get the 
NDIS message over in a way that is understood by people in remote Indigenous 
communities. 
 
14. Clinical teams need to be more inclusive and open and have Indigenous people around the 
table when clinical issues are being discussed. The same is true for discussions around social 
supports. Clinicians will learn some valuable insights during this process. 
 
15. The absence of appropriate supports need to be available when people with mental health 
disabilities and their carers as currently many people with mental health disability live on the 
streets with their mental illness. Some have even been discharged from hospital into 
homelessness. 
 
16. Service providers are very concerned about ‘Foetal Alcohol Syndrome and Related Disorders’ 
(FASARD). Significant numbers of children suffer from FASARD in the Kimberley and Port 
Hedland. FASARD often manifests itself in difficult to manage behavioural and mental health 
disability conditions, educational problems and a failure to thrive physically, and 
emotionally. Grandparents and others outside the family are often the people who become 
the carers in these challenging situations. They themselves become a vulnerable group 
requiring support and information. There is very little opportunity for respite.  Service 
providers need to take FASARD into account when assessing needs of the whole family and 
the community. 
 
17. Infrequent service visits by service providers to remote communities do not allow the 
building of rapport and social and cultural protocols and should only be done as a last resort.  
 
18. The fact that local provision for coordination for disabilities in these areas is only, currently, 
one coordinator in Broome, one in Derby and one in Fitzroy Crossing, service providers and 
carers saw this as hopelessly inadequate and should be increased. Again service providers 
see great potential for training people who live in the communities to take on many of these 
important roles. 
 
19. Over servicing is often very confusing for the carer and families of people with psychiatric 
disabilities. Some people with disabilities have 4-5 service providers who often ‘fall over 
themselves’ to engage with their clients. This is counter-productive and service providers 
need to meet regularly to avoid duplication of services. 
 
20. One carer described herself as ‘battle weary’ stating that all carers and families in Broome 
had to cope when the hospital and other services close at 5pm or on weekends and holidays. 
Service providers need to have in place out of hours assistance options.  
Recommendations applicable to Carers and Families 
1. Carers and families need to be part of the mental health team. They require a place at the 
table when people with psychiatric disability are being discussed and decisions being made. 
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The NDIS need to acknowledge that and put into practice a policy of inclusion of Indigenous 
people or they will reject the NDIS as yet another imposition. 
 
2. Individual carers and members of families need to be prepared to be trained and employed 
formally in the support of people with a psychiatric disability. The NDIS needs to seek these 
leaders out and engage with them. 
 
3. Carers and families need to be fully involved in the rollout and implementation and 
management of the NDIS and should insist on this. 
 
4. Carers need to be involved with clinical and support teams at all times in relation with 
people with psychiatric disabilities. 
 
5. There needs to be an increase in appropriately presented information about mental health 
disability for Indigenous people in remote Indigenous communities. Indigenous people 
themselves need to be trained so that they can present information in their communities. 
 
6. Carers and families need to be self-supporting and meet on a regular basis to seek ideas and 
support from their peers. There is a great deal of evidence of a lack of communication and 
contact between carers and families even in the same town or remote community. Service 
support organisation and/or clinical teams should help to facilitate this process on a regular, 
say fortnightly basis. 
 
7. Carers and families of people with mental health disabilities should be given education and 
training about managing and identifying people who are experiencing difficulties due to their 
illness. They need day-to-day management skills and also what to do in an emergency. 
 
8. Carers are seen as service recipients and service providers. Partnerships between 
carers/families and service providers need to be the starting point. Without an equal 
partnership the NDIS will fail to provide support for some of the most disadvantaged people 
in Australia. 
 
9. Carers and families need to be fully involved as partners in the development of person 
centred planning and assessment of needs for people with a psychiatric disability and to also 
ensure their own needs also need to be factored in. 
 
10. The families where someone has a psychiatric disabilities need to ‘own’ the service if it is to 
be successful. Service providers need to give families that opportunity if they are to achieve 
decent outcomes within the NDIS framework. 
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Other Recommendations 
1. Community based rehabilitation (CBR) needs to be integrated into the NDIS. CBR aims to 
build the capacity of all involved in a socially inclusive way, using community development 
strategies. It builds quality of life and decreases mental health relapse for individuals. 
 
2. Health authorities need to question their thinking in relation to resources being available to 
particular groups of people in certain localities. Mental health data, for example, does not 
accurately identify the great difficulties of access in these remote areas in Western Australia. 
Services may be identified as being available in particular postcodes but it still take people 
many hours to access the service or the resources they require, including in an emergency.  
 
3. Traditional Indigenous practices need to be integrated into mental health assessment and 
support programs and protocols and respected, not just in a tokenistic and paternalistic way.  
 
4. There is an acknowledgement that Indigenous people understand that clinical services are 
important to helping people with mental illness but they also want their traditional beliefs 
and medicines to be incorporated in the process of treatment and support. This is entirely 
reasonable and holistic.  
 
5. The issues around confidentiality need to be revised so that carers and families can be 
included in all processes unless there are reasonable grounds not to be included.  
 
6. The fact that many mental health issues are not addressed in these geographical locations 
means that acuity escalates until there is a crisis. The crisis is often dealt with by sending 
Indigenous people to Graylands Psychiatric Hospital in Perth. This puts great stress on the 
person concerned and their carers and families. These arrangements can contribute to 
mental illness and sometimes counter-productive and should be used only as a last resort. 
 
7. There is recognition that carers and families are sometimes under attack from other 
members of the community because they cannot find information, support or other services 
for people with psychiatric disabilities who are displaying confronting behaviours and 
annoying others. There is a shame issue here that often is not taken seriously but it is a 
major source of stress, depression and behavioural problems within Indigenous families. 
Programs to reduce the stigma of mental ill health need to go out to remote Indigenous 
communities. 
 
8. Counselling support for Indigenous adolescents who live in Residential Colleges needs to 
increase. Many of these young people board at the colleges five days per week and often 
come from communities where they have been exposed to extreme mental health disability 
issues and violence within the family or just in the street. These young carers are very 
vulnerable and many also have mental health disability issues as a result of exposure to 
family stress and extreme behaviours in their community. 
 
9. Carers and families are often exposed to violence and threats from the person with a 
psychiatric disability they are caring for. There is a great deal of ‘shame’ associated with 
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these situations that tends to impact on the wider Indigenous community. Internal 
community supports need to be established under the NDIS to de-escalate these situations.  
 
10. People who have been hospitalised in Perth for mental health reasons often just arrive at 
the nearest airport with very little notice, no information and no discharge plan. Most 
importantly there is no community based mental health disability support organisation in 
place to receive these people, including young people. Carers find this a very difficult 
situation to deal with. In these circumstances people are just returned to Graylands or are 
arrested for behavioural problems and incarcerated. Support for those with mental ill health 
and their carers needs to increase to mitigate against this. 
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APPENDIX B: GUIDELINES 
The aim of this section is to create the contracted two sets of Guidelines to assist the introduction of 
the NDIS in remote Western Australian Indigenous communities. If implemented, the guidelines will 
result in a much higher involvement and profile for both Indigenous carers and families of people 
with psychiatric disabilities and the service providers in the Kimberley, Pilbara and Gascoyne.  
There are two separate sets of guidelines; 
 One set of guidelines for Indigenous Carers in remote Western Australia as identified in this 
report 
 One set of guidelines for Service Providers  
The Guidelines for Indigenous carers will need to be translated and pictorially present. This is outside 
the scope of this report. However what is contained here is a potential direction such a guideline 
could take in its translation and presentation. 
Guidelines for Service Providers 
Underlying Principles to the Guidelines 
Service providers need to understand that the stand alone ‘service provider model’ doesn’t work for 
remote Indigenous communities because of the tyranny of distance and the logistics of the NDIS 
rollout. Service providers should rather adopt an Indigenous ‘ownership’ model and create 
infrastructure inside remote Indigenous communities by training and employing Indigenous people 
to provide support services within communities. 
Guidelines 
1) Where mental health and community support service providers do not have a presence in a 
remote Indigenous community, you should change your service models, policies and procedures, 
and unless there are compelling reasons not to, and replace them with a ‘community based 
rehabilitation’ support model. This will involve improving mental health social capital and 
capacity in remote Indigenous communities and doing away with the service mentality of visiting 
Indigenous communities very infrequently which invariably leads to few positive outcomes.  
2) As service providers admit to poor inter-agency communication there is a need to improve the 
effectiveness of working with Indigenous people in remote communities. This will involve you 
having regular inter-agency meetings. 
 
3) Service providers need to engage more with 21st century technology in supporting people in 
remote Indigenous communities. In the information era, the need to travel great distances to 
obtain treatment and other mental health resources or infrequent visits to communities by 
clinicians/service providers are old technology, culturally and socially inappropriate and do not 
achieve good outcomes. 21st century technology means supporting Indigenous workers inside 
communities to provide services, not necessarily providing the service yourselves. This involves 
training and supporting local Indigenous people to do the work supported by you using 
information technology such as tele/video-conferencing, skype, emails, texts etc. The regular use 
of technology is essential for the well-being of Indigenous people with psychiatric disability in 
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remote Indigenous communities and it needs to happen on a regular (weekly to fortnightly 
basis) with both clinical teams and community based support teams. This support isn’t costly 
and reduces the need for costly hospital admissions. 
 
4) Because of the great distances to travel and the subsequent infrequency of traditional 
community visits you (service providers) should see yourselves more as support and training 
organisations instead of trying to provide individualised services yourselves. 
 
5) It would be helpful if you (service providers) were more understanding of how ‘mental illness’ is 
socially and culturally constructed in remote Indigenous communities and that you do this for 
each individual circumstance. Western interpretations of illness and wellness do not fit well with 
remote Indigenous communities and often cause a lot of confusion on both sides. Both clinical 
and non-clinical support services need to see things more from an Indigenous perspective. This is 
genuine inclusion. 
 
6) As clinical and non-clinical services providers, you should engage people in remote Indigenous 
communities in ‘partnerships’ to promote wellness and wellbeing. A person with a psychiatric 
disability needs a range of people involved as a team, working towards recovery. Establishing 
formalised partnerships facilitates demarcation of roles, collaborations and a cooperative and 
therapeutic environment.  
 
7) Service providers should ensure that within your service, and where possible outside your 
service, decision making is shared equally by all stakeholders. Your service provider opinions and 
those of clinicians should have equal status with the opinions of the person with a psychiatric 
disability and their carer(s). Mutual respect and inclusiveness are values that should be shared 
and adopted by all. 
 
8) Service providers, as part of your quality assurance,  you are urged to be continually cognisant of 
social and cultural imperatives. Understanding cultural and social protocols is critical to the 
success of the NDIS. 
 
9) Service providers should act as advocates for people with psychiatric disability, especially to do 
with social determinants of mental illness such a lack of appropriate housing and homelessness. 
This can be achieved by inter-agency meetings and collaborations. 
 
10) Service providers should look at the issue of over servicing. Some Indigenous people with 
psychiatric disabilities have 4 or 5 independent agencies in their lives. You should initiate a 
service audit before new services are introduced to ensure no duplication of support services. 
 
11) Service providers should look sympathetically at what is happening to families after hours and 
when staff take leave within organisations. Lack of arrangements to cover for staff absences and 
to offer at least some avenues after hours can have a devastating impact on people with 
psychiatric disability, their carers and family and indeed whole community. You need to consider 
solutions for this issue when assessing needs of people with psychiatric disabilities. 
Disclaimer: This  process is independently managed by Mental Health Carers Arafmi WA Inc. (“Arafmi”)  and is 
funded by a grant from the Australian Government Department of Families, Housing, Community Services and Indigenous 
Affairs.  The opinions, comments and/or analysis expressed in these guidelines are those of the author or authors and do not 
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necessarily represent the views of the Minister for Disability Reform and cannot be taken in any way as expressions of 
Government policy.  
Guidelines for Carers & Families 
1) Carers and families are very important people in looking after loved ones who have psychiatric 
disabilities. You deserve support and training. 
 
2) Carers and families have a right to be fully informed about the NDIS in a way that you 
understand so that you know what the NDIS means and what the implications for you and your 
loved one with a psychiatric disability. You need to be told about the NDIS when it becomes 
available. 
 
3) Carers and families need to be fully involved in the NDIS as it applies to their loved one, and 
need to be given skills to assist them in that task. You need to ask for skills to help you help 
your loved one getting NDIS support if nobody is offering to train you. 
 
4) Carers and families have a right to be involved in decision making in relation to their loved one 
with a psychiatric disability. You need to be around and speak when decisions are being made 
about your loved one. 
 
5) Carers and families have a right to information about their loved one’s diagnosis, symptoms and 
behaviours. You need to insist that you get information that will help you support your loved 
one.  
 
6) Carers and families need to be fully included in their loved one’s Person Centred Planning and its 
implementation. You are part of your loved one’s life and so need to insist that you are fully 
involved in any planning that involves their life and recovery. 
 
7) Carers and family members should request from their loved one’s service provider and the NDIS, 
necessary training, employment and support for them and others living in their community so 
that their loved one with a psychiatric disability can be supported within their own community 
and so that they don’t have to rely on an external service provider providing services. You and 
other members of your community need skills on what to do, particularly in difficult and crisis 
situations. You need to insist that service providers train and support you and other members 
of your community to do the work as an employee. 
 
8) Carers and family members need to support each other. This can be done by meeting with other 
carers on a regular basis to discuss issues that concern all of you. Carers need to share ideas. 
Carers need to support each other. 
 
9) Carers and families need to insist on being involved when mental health professionals are talking 
about and making decisions about their loved one with a psychiatric disability. You are a 
valuable person to sit around the table and assist mental health professionals make important 
decisions about your loved one.  
10) Carers and families need to insist on service providers using technology to assist their loved 
ones. This could be achieved with tele/video-conferencing, skype, email, texting etc. This needs 
to happen regularly so that the family’s wisdom is is taken into account. You need to get 
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training on how to use technology. Learn to express your opinion because it is important for 
the recovery of your loved one. 
 
11) Carers and families need to look after their own mental health and get support from service 
providers. Stress causes some mental illnesses so you need to be supported in what you do. This 
includes getting time out from your loved one. Accept support from others so that you remain 
healthy and happy. Take a break from the stress. Don’t risk your own mental health.  
 
12) Carers, families and others in your community need have training such as Mental Health First Aid 
and Gatekeeper Suicide Prevention. This will increase your community’s knowledge about 
mental health and its and your ability to help your loved one and others in the community who 
get mentally ill. You and others in your community need to get training in mental health so you 
know what is happening and you can have experts in your own community to help your 
people. 
 
13) Carers and families need to insist that you and/or others in your community be trained in what 
to do in a mental health emergency. It is great when you and others in your community know 
what to do in an emergency. 
 
14) Carers and families need to insist on collaborations and partnerships for NDIS mental health 
disabilities. After all it is funding given to your family to help your loved one, not the service 
provider’s funding. Do not work alone. Work with others as an equal partner. 
 
15) Carers and families need to establish a plan and structure of support within your own 
community around their loved one’s needs. Build supports and systems inside your own 
community so you are supported to deal with day-to-day issues and crises.  
 
16) Carers and families need to insist that traditional ways of dealing with mental illness be 
incorporated into the assistance given to your loved one with a psychiatric disability. Be true to 
your beliefs and customs and use them if you think that they can be helpful to your loved one 
with a psychiatric disability. Discuss this with others. 
Disclaimer: This  process is independently managed by Mental Health Carers Arafmi WA Inc. (“Arafmi”)  and is 
funded by a grant from the Australian Government Department of Families, Housing, Community Services and Indigenous 
Affairs.  The opinions, comments and/or analysis expressed in these guidelines are those of the author or authors and do not 
necessarily represent the views of the Minister for Disability Reform and cannot be taken in any way as expressions of 
Government policy.  
 
APPENDIX C: FOCUS GROUP & SERVICE PROVIDER QUESTIONS 
Carers and Families 
(The language as expressed in these questions was modified to meet the needs of individual focus groups)  
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1. As a carer/family member of a person with a mental health disability, is your geographical 
location a barrier to assisting that person. Can you explain the reasons for this and some 
stories to illustrate the problems you experience on a regular basis? 
 
2. Can you identify three other barriers, apart from geographical location, which seem to work 
against you in terms of caring adequately for a person with a mental health disability? What 
gets in the way of you being an effective carer? 
 
3. Can you describe in some detail the person’s mental health disability you are caring for? 
How would you describe this condition to people in Canberra? What happens on a day-to-
day basis? 
 
4. Do you think traditional (mental health disability) medicine is important? How would it work 
in managing and caring for a person with a mental illness in a remote community? 
 
5. What do you need as a carer/family member to better help the person you are supporting? 
Magic wand stuff; what are your top three wishes at the moment? 
 
6. When the National Insurance Disability Scheme starts to operate, what do you need the 
service providers to understand most of all about your situation and the situation of other in 
similar circumstances? What do you need people to understand? 
 
7. How would you like to see your current carer/family role expanded to better enhance the 
support of your participant? What can’t you do now that you would like to do in the future? 
 
8. Do you require further training about how you can enhance your role as a carer and/or 
family member?  What type of Training? 
 
9. What is the best way the NDIS can provide you with a service in your location? For example 
face-to-face, mobile phone text messages, on-line information with request information 
facility, video-conferences, attending regional meetings, regular visits for the NDIS provider? 
How does the communication network need to be set up? 
 
10. Who do you think is the best person or people to help your community with the NDIS? Do 
you need a new approach from other service deliveries that you have received in the past? 
 
11. What are the differences in needs between you as a carer/family member and the person 
with and mental health disability? 
12. What are your criticisms of existing services in you area and how do they need to improve? 
 
13. Is there any other issue which you would like to inform the NDIS about that we have not 
discussed so far? Is there anything else you would like to say? 
Service Providers 
1. What is the state of mental health disability clinical and non-clinical support in your area? 
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2. Can you list all the priorities that need to be considered if carers and families are going to be 
able to better provide for people with a psychiatric disability? 
 
3. If the NDIS is going to be rolled out in this Region what advice to you have for Canberra. 
 
4. What structure would best work in this area to insure that the NDIS works for the benefit of the 
people it is meant for? 
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